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ABSTRACT
The Early Referral and Follow-up Project of the

University of Nebraska Medical Center was designed to, facilitate
developmental assessment and intervention with long-ttirm or
-repeatedly hospitalized children from birth to 3 years of age.
Developmentally delayed children, handicapped children, and children
at risk for delays were eligible for services. A major project
activity involved assisting in the referral and transition of
children from the hospital into appropriate services in their local
school districts, accomplished through consultation with hospital and
school district stiff and through follow-up services. Evaluation
services available to clients included developmental, speech,
physical therapy, and occupational therapy assessments. Detailed
procedures are outlined for implementing referrals from the hospital
setting to schools, accompanied by planning forms for assessment of
family needs. Appendixes, which constitute the bulk of the document,
include: (1) a list,of organizational resources that offer assistance
and cnformation to disabled children and their families in the areas
of alternative care options, child care, counseling, social services,
funding, housing, income tax, recreation, speech and hearing, and
transportation; (2) lists of Nebraska pediatric occupational and
physical therapists, Headstart programs, and dentists willing, to
treat handicapped patients; (3) funding resource materials; (4)
reading materials on such subjects as hospital discharge planning,
psychological tasting of disabled children and alternatives for
community living; (5) toll-free telephone numbers for specific
service organizations; and C6) related pamphlets. (JDD)
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INTODUCTION TO EARLY REFERRAL AND-FOLLOW-Up PROJECT

DESCRIPTION OF EARLY REFERRAL SERVICES:

The Early Referral, and Follow-up Project, a three year demonstration
project, wan awarded-to UNMC by ,the U.S. Office of Special EchiCation Programs.
The primary purpose of this project has been to facilitate the developMentil
assesitent and, intervention-with long-term or repeatedly hospitalized childred
birth to three years of age. Children who- were suspected to be delayed or
handicapped -or who would be considered to be at risk for developmental delays
because of chronic health problems or UnfavOrable environmental conditions are
eligible for services from this project. A major project activity was to
assist in the referral and transition of children into appropriate services, in
their local school districts. This was accomplished through (1) twisultation
to and collaboration with hospital staff including primary care nurses, and
social work and child life staff; (2) consultation to local school district
staff regarding the developmental assessment findings; and (3) follow -up
services by project staff dUring the transition phase and at 6 and 12 months.

POPULATION SERVED:

The Early Referral Project has served approximately 165 infants- and
toddlers (birth to 3 years) from February 1984 through-September 1985. These
are children who experience long term or frequent; hospitalizations and are
identified as haVing_ handicaps. (mental, motor, sensory) or are at significant
risk for developmental problems`.

Evaluation services available to -clients may include developmental,
speech, physical therapy or occupational therapy assessments. In 88% of the
cases developmental assessments, including psychological; educational, or
speech evaluations were completed; 62% received:physical therapy screenings;
and 58% received OCcupational therapy screenings.

REFERRED: Of the 165 children referred, 651 of the University referrals
and 48% of the St. Joseph Hospital -referrals had been referred to their
school district of residence. The referrals were Made to a total of 34
different school districts in Nebraska. The largest number of referrals
from any one single 'School district was made to the Omaha-Public Schools.

NON-REFERRED: Of these 165 children, 35% of the University referrals-and
52% of the St. Joseph Hospital referrals were not referred to their
school district' of residence. Reasons for non - referral- included: failure
of children to meet eligibility criteria for -school services, children
whose illnesses-Were-so critical that parents elected not to refer and in
several cases death of the child. It.is felt-that the high percentage of
children not eligible for referral at St. Joseph Hospital reflects the
socio-economic at-risk status of the population that that hospital
serves. Children in this group continue to receive follow-up evaluation
through the Early Referral Project to monitor their developmental status.

6
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DISSEMINATION:-

During the third-Year of this demonstratia project, staff efforts have
expanded to include demonstration and dissemination efforts. One- major
dissemination activity has been the development of this Case Coordination
Resource File. It was felt that this type of resource material would
facilitate hospital-staffs in their referral of children to educational and
community resources. Other dissemination efforts-include providing workshops
to health care and educational professionals. who are interested in learning
more about school referral procedures, care needs of the child with
developmental disabilities, and the needs of the child's fiMily.

Early Referral Project Staff:

Cordelia Robinson, Project Director
Kaye Bataillon, Parent Infant Educator
Wendy Bruce, Physical Therapist
Na#4 Fieber, Educational Consultant
Deana, Finkler, Evaluator

Cathy-George, Speech Pathologist
RoseMarie Hartley, Maternal Child Health Clinical Nurse Specialist
Mary:Lou Henderson, Occupational Therapiat,
Barbara Jackson, Coordivator,-Parent Infant Educator
Cheryle McAllister, Maternal Child Health Clinical Nurse Specialist
George Miyasaki, Pediatrician
Janet Rose, Infant Evaluator
Steven Rosenberg, Clinical Psychologist
Linda Schaeffer, Speech Therapist
Shelley Stern, Secretary

Peggy Kidwell -Udin. Maternal Child Health Clinical Nurse Specialist
Penni White, Physical Therapist
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DESCRIPTION OF MATERIALS IN CASE COORDINATION RESOURCE FILE

. Guide for Referral and Case Coordination for Young Children in Hospital
Settings This guide waslesigned to be used by Case Coordinators as a
resource for understanding the school referral process for children
handicappedin-Nebraska as well as identiiying other service needs in
planning for those needs. This guide provides factual information
regarding school referral process and comprehensive case coordination.
It alio includes resource information in the form of descriptions,
reading materials, and pamphlets fdt parents.,

. S eakih forChildren:,-Directo of Resources for Nebraska Children - This
is a directory of resources for children, developed by the Juaior League
of Nebraska. It was intended as a guide to finding services for children
in Nebraska. The listings that are provided in this guide were not
intended as endorsements or recommendations of agencies, groups, or
services. This directory is located in the Resources File. Additional
copies may be purchased for $10.00.

. Nebraska Educational Directory - This is a directory published by the
Nebraska Department of Education. It provides a listing of all state
education offices, educational service units, and school district
personnel in Nebraska. This directory is located in the. Resource File.
ADditional copies may be purchased for $2.50 at the State Department of
Education.

. Parent's Handbook --This handbook is designed to provide families with an
organizational method for filing and maintaining records and corres-
pondence regarding their child. It provides parents a means of
collecting information and maintaining a bOtklet of information on their
child regarding family and-birth history, medical history, developmental
and educational history, a listing of professionals they have contact
With, and a parent log. This handbook is located in the Resource File.
Additional copies may be pUrchased at Meyer Children's Rehabilitation
Institute for $5.00.

. Resource,Guide for Parent to Parent and Advocacy Organizations - This is a
Nebraska Directory of parent to parent support groups for parents whose
children are ill, injured, disabled or,whoseohildhas-died. It also
includes organizations -and associations for specific disabilities or
illnissea, Pilot Parent groups, and a listing of state agencies_ serving
people who havE disabilities. This directory is located in the Resource
File.

. Directory of Nebraska Home Health Agencies - This resource Summarizes
individual agency responses to a statewide survey of Home Health Care
Agencies concerning services available to chronically ill children and
their families. It includes the range of services offered by each
agency, as well as information about the child that the agency wishes to
be forwarded by the discharge hospital. The directory is intended to be
shared with parents prior to the day of discharge to help facilitate
pre-discharge planning with the agency that best meets their need4. This
directory is located in the Resource File.



. Parent and Teacher Pact Sheets: Conditions, Procedures, and Medications
Regarding Developmentally Disabled Children - The fact sheets are
concise introductory-level explanations of entities/conditions,
medieations, and treatment procedures frequently associated with children
who have developiental disabilities. While they are geared to parents,
they are also suitable for use ,by teachers and therapists. Many of the
fact sheets were compiled under the -Early Referral Project funding;
however, publications -of several other service groups are included.
Where possible, conditions, procedures and medications are
cross-referenced. This directory is-located in the-Reiource,File.

6-.



SCHOOL REFERRAL PROCESS

Eligibility Criteria

1. Are there educational services for infant and preschool children with
handicaps in Nebraska?

PL 94 -142 of the Education of All Handicapped Children Act of 1975 and
Nebraska LB889 ensures that all handicapped children have available to
them free, appropriate public education which includes Special education
and related services. In Nebraska local school districts must upon
parent request provide educational services for resident-, handicapped
childxen from the date of diagnosis through age 21.

2. Which infant and preschool children with handicaps specifically benefit
from this law?

Eligibility for free public school services for children 0-5 years is
based upon meeting criteria as disabled in one or more of the following
categories: medical, behavior, speech and 'hearing, retardation and
vision.

Service Options

3. What services will -the schools provide?

Services will be based on the child's individual needs as istermined byspecific assessments. In addition to an educational program, related
services such as physical, occupational and speech therapies can beprovided, if they are recommended as educationally relevant.

4. What educational services are available for infants and toddlers?

Services. for children birth to three typically occur in a home-basedsetting. Parents are provided with instruction regarding appropriatedevelopmental activities for their child. Frequency of visits by theteacher or therapists varies depending on the child's individual needs,and may range from twice weekly to monthly.

5. What educational services are available for preschool children?

Typically children ages 3 through 5 participate in a center-basedpreschool program. Occasionally where preschool services are notavailable in the community of residence, a home-based model is continued.The school is required to provide for or reimburse parents fortransportation to and from educational programs.

6. What related therapeutic services are available?

Speech therapy - The speech pathologic_
evaluates very young children whomay not be old enough to talk or who may have some condition which limitstheir ability to make sounds. Assessment consists of the observation of
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ways in which the child communicates with othe#11 in his world. Also,
parents are interviewed to obtain additional information about how the
Child makes his wants-and needs known. Children who need-therapy are
referred to their local school districts or other community agencies for
help.

Physical therapy - Provides diagnostic and therapeutic services for
Children with physical disabilities, abnormal motor development or delays
in grass rotor development (sitting, crawling, walking). Therapeutic
services are generally ,designed to prevent orthopedic deformities,
facilitate gross motor development and maximize the child's ability= to
act upon his/her environment.

Occupational therapy - Based on the belief that putposeful activity, or
occupation, may be used to generate adaptive skills of children With
developmental dysfunction. Developmental activities such as feeding,
movement, play, and interaction with others are the primary occupation of
imfamts'and young children. By using intrinsic motivation and purposeful
activities, otcupationaltherapy personnel encourage the child to acquire
an increasing' repertoire of developmental skills and coping behavior
patterns. Intervention promotes sensorimotor, psychosocial, and
cognitive functions and may prevent disability or decrease dysfunctionrin
order for the child, to meet personal needs aid adapt to the demands of
the environment. Occupational therapy -facilitates the performance Of
parents in coping effectively with the challenges of caregiving and
family life.

7. Who provides these services -for infant and preschool children with
handicaps in Nebraska?

The local schools ars responsible for poviding appropriate services for
handicapped children who reside in their school district. If a school
district does not elect to provide its services directly they may
contract with a qualified facility to provide those services. Such
providers could include 'another school district, Educational ServiCc:
Unit, or other service agencies or private practitioners in the state.

Referral Process

8. What do schools do when a child is referred?

A school must 'first determine if a child is eligible for services as
defined by state law in Rule 14. Schools have the options of reviewing
existing evaluation reports on children that are provided by other
agencies or conducting their own independent evaluations. The results of
these evaluations will determine a child's eligibility for services.
Recommendations regarding placeMent are based on the results of these
evaluations and the concerns of the school's placement team. By rule
parents must be included as members of this team.

9. Are there places to obtain evaluations other than through the local
school district?
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In addition to the schOols there are o:her agencies_or individuals in
private practice approved to provide diagnostic servicessfOr determining
school eligibility. See Appendix C for a listing of private, licensed
physical, oceipationil and speech therapists in Nebraska. Some agency
options are Educational Service Units, lOys Towr tWtiOnil Institute,
Cozad Diagnoistic Center, Berkley Center at UNL, and Meyer ChildrSn's
Rehabilitation Institute at Talc. Evaluations can occur in these sites
on request of the schools Or pinata. If an agency or private
practitioner is uskl at parent request, parents are responsible for
payment unless Prior approval from the school district was obtained.

10. How ,does one refer,a,child for services?

Parente health care professionals, social Workers, educators,
therapiits, and other professionals may refer a child' for educational
services to their local echool district. Inmost cases a contact person
would be the Director of Special Education or the Superintendent of
Schools. The preerdent of the local school board will need to be
contacted for smaller school districts who do not have a Superintendent
of Schools. Refer to the Nebraska Educational Directory, located in the
Resource File, for a listing of all school districts and their' personnel.
Referrals should_ not be made without written parental consent.,

11. Why is-follow-up important after discharge?'

Once the child has been referred forvervices it is important to make
follow-up contact witirsither the-parent or the school system to ensure
that services-wire initiated. Follow-up information could be obtained
via letter, phone call, or from parents in follow-up clinics.

12. Is special education for infants and preschoolers compuldory?

Although 'schools are obligated to ,provide services for eligible
handicapped infants and preschoolers, parents are not obligated to
request these services.

13. Are there any cases where services are mandated for infant and preschool
children?

Ineome instances such as cases of child,abuse or neglect, services may
be mandated thfough court order.

At-Risk Population

14. What options are avpilable for a child who is not eligible for services,
-but is,at riskfor developmental delays?

Continued moLtring.of children who are initially-found ineligible for
,Obol ,,,4.4Wices is highly recommended. Persons having Ongointtontact
tis Ala 'child such as health care, social services, and other
:(40idnals-wil1 be able to monitor the chiles development. If there
thinge-in their developmental statue, children may be re,=referred to
School district at any time. Typically schools will not recontact
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parents regarding follow -up evaluations for children who they previously
found to be ineligible.

15. Are there any educational intervention services available for the at-risk
child?

There are very few service
-options in Nebraska for "at- risk" children who

do not meet eligibility criteria for educational services. The primary
statewide mechanism would be the Head Start Program which typically
offers i preschool program (See Appendix C). In addition, Omaha Head
Start grovides a parent/infant program. Speech, physical and
occupational therapy services can-be obtained-on a private basis.

Parental /Children's Rights

16. Once a child is receiving school services, what control do parents have
over the content of their child's school records?

While prior request is necessary, parents have a right to personally
review and request copies (possibly fora fee) of the contents of all of
their child's school records. If upon inspection, parents find
information which they feel is inaccurate, biased or misleading, they may
request that it be correctecLorremoved. If the request is refused, a
hearing may be initiated. At the hearing if a decision is made in favor
of theschOol, the parents may add their own statement to their child's
file.

17. Who else has access to a student's school record?

While school district professionals who are involved with the child's
educational prograt have- a legitimate reason to review educationally
related records, those persons without legitimate interests have no legal
right to access student information without expressed written
authorization of the parents or legal guardian. Schools usually keep a
record of the signatures of those persons who have in fact reviewed
individual students' records.

While reports and records may remain in the child's cumulative folder in
the school district offices, year to year records in the school setting
usually contain only those data that are pertinent to the current
educational needs of the child. A prior educational "label" need not be
conveyed to subsequent educators-unless parents-so desire.

18. What can parents do who are dissatisfied with their child's educational
program?

Parents should first discuss concerns with the educational staff and then
their local school district administration. Parent:it may wish to have an
independent evaluator assess their child-. They may then -bring those
results bAck to the local school district. Such an evaluation will,
however, be at their expense. If parents are not able to reach a
satisfactory resolution with their district, they then have the option of
appealing their district's decision to the Nebraska Department of
Edudation. See Education for Handicapped Children in Appendix P.

rs.
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Parent Organizations/Resources

19. Are there any cf types programs specifically for parents of handicapped
children?

A parent to pafent organization is benefiCial where parents can support
each other and share information on having a handicapped child. One such
grove is-Pilot Parents. In the Resource File there is The Resource Guide
for Parent to Parent and Advocacy Organizations and a directory of parent
support groups, advocacy groups and disability organizations in the state
of Nebraska.

In Appendix F there are copies of several resources for parents. You may
wish to obtain a supply of these resources to have on hand in your
setting. These pamphlets are the following:

- Guide to Your Child's !Developmental Assessment

This pamphlet explains an interdisciplinary evaluation process and what
to expect from each discipline. Simply written, this can be helpful if
given prior to the evaluations.

- Handicapped Children: Their Right to an Education; Information for Parents
In this pamphlet parents are informed of the laws in special education
and their child's right to an education.

- Nebraska ChildFind: Benefitin the Handica red Children ol Nebraska
This brochure explains the purpose of Nebraska ChildFind to assist
parents in finding a special education program and related programs for
their child.

- Education for Handicapped Children
This pamphlet provides information regarding the role of the parent in
their child's educational program, i.e., the IEP process and the child's
records and due process.

- Parent's Handbook - A handbook that provides families with a system for
maintaining records and correspondence regarding their child.



GUIDELINES FOR IMPLEMENTING REFERRAL FROM THE HOSPITAL SETTING

1. When should a child be referred to determine eligibility for school
services?

The following are eligibility criteria for educational services as
outlined in the -Rule 54: Regulations for Early Childhood Special
Education Programs Title 92. Nebratka Administrative Code. Chapter 54,
NDE (1981), pages 10-11.

Program. Eligibility

Children shall be eligible when the diagnostic procedures have been
carried out. in accordance with-this Rule and when it has been determined
that the child meet: one or more of the following criteria:

Visual Impairme

The loss ofVision_ meett the definition of legal blindness or
the resulting deprivation in expected development qualifies the
child under the designation of developmentally delayed.

Hearing Impairment

A bilateral hearing loss is verified at or exceeding a level o
40 dB as indicated through a pUre-tone- average of the speech
frequencies, and a delay relative to social, communication, or
behavior skills is-documented by appropriate staff. Children may be
eligible for consultative services if the condition is such that
amplification is recommended_ in order to ensure appropriate
social/communication growth; if a chronic ear pathology has-been
verified by a physician or other certified personnel and a
subsequent delay in oral communication- is obierved, and verified, or
if a bilater41 or unilateral sensory-neural hearing loss is verified
at-or exceeding a level of 40 dB as indicated-through a pure -tone
average of the speech frequencies.

Developmental Delay

The developmental delay resulting from mental retardation,
speech and communication disorders, and specific learnin
disabilities as-assessed on a standardized wide range developmental
instrument administered to the child are two oz more standard
deviations below the norm or if any handicapping conditions can be
expected to produce such delay in later childhood (e.g., Down
Syndrome):

Physical Handicaps
In the opinion of the diagnostic team the physical handicaps

result in an inability to-develop the skills necessary to function
in the standard school program.

Disturbed Behavior
In the opinion of the multi-disciplinary team the disturbed

behaviors exhibited by the child represent a significant impediment
to the acquisition of skills necessary to function in the standard
school program. The child may exhibit behaviors described as
hyperkinetic, autistic, withdrawn, or aggressive.

1
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2. Who should be made aware of any consideration-of referral?

Children were typically identified in the Early Referral Project by-Child
Life or Nursing staff. Concerns :with the child's development Should
always -be discussed with the attending physician who is in charge of the
child's care during hospitalization. If the attending physician is not
the primary care physician, he or she will want to confer with the
child's local primary physician. If a referral is recommended based on
Zany. developmental concerns, this proposed referral should then be
discuised with the parents before any action is taken.

3. What are the criteria for referral of children for consideration of
school eligibility?

The initial point of contact for -Children teferred on the Early Referral
Project has been either a Parent Infant Educator or a Maternal Child
Health Nurse specialist. Once parental permission was obtained, an
initial step in the evaluation was an assessment of the child's
functioning in regard to sensorimotor development. Such an assessment
was seen as a necessary first step for each child as a means of making
further decisions regarding other disciplines which were appropriate for
the child.

4. Where should evaluations-take place?

DeVelopmental assessments can be completed either during hospitalization
or through the local school districts once the referral has been-made.
Factors to consider when determining whether the evaluations should be
completed in the hospital or community are the following:

- availability of qualified staff

- cost of the evaluations, and availability of funds to pay for
evaluations during hospitalization

- facilitation of Services if evaluations are completed prior to
the child's discharge:fromthe hospital

- need for evaluations for completion of hospital
diagnostic work-up.

5. Can servicesbe initiated while a child is in the hospital?

Yes, if it is appropriate to do so. In cases of a long hospitalization,
schools may elect to provide services in the hospital.

6. When should a child be referred to a- specifid discipline for evaluations?

The team will decide what disciplines should be contacted to provide
evaluations. Suggested criteria- developed by psychologist/educator,
speech, physical and occupational therapists are presented in Table I.
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7. Who'should receive medical and evaIttation records?

To help coordinate services for the ahild in the community, medical
records should be sent to those agencies that will haVe primary contact
Adththis child-and family, such ao local school districts, home health
care agencies, local physicians,,, and social services. To facilitate
getting records to other agencies, releases could be obtained during the
child's hospitalization. Remember to remind parents to request and to
keep-medical and evaluation recordi of their child. The parent resource,
Parent's Handbook, contains a suggested format for keeping this
information. (A copy-of the Parent's Handbook is located in Resource
File.)

8. What information should parents keep for their child's record?

It it important for,parents to keep a current file on their child's
medical - -and health history and educational development. Information for
parents to collect includes:

- names, addresses and phone-numbers of professionals Whom parents
have contacted or to whom they have been referred;

- birth, medical and-developmental history;

- medidal records, including dates, locations, and physicians'
names;

- all diagnostic and follow-up-evaluation reports;

- Individual Education Plans, and other communications with the
school.

14 17



TABLE 1

EVALUATION CRITERIA

Criteria for Psychological/Educational Evaluation

Assessment of infants with a broad based standardized developmental assessment
such as the'Bayley Scale is generally recommended with the following cautions.

Neonates to four months of age:

1. Formal standardized' assessment is not generally recommended during this
period; -however, if assessment is needed for certification for services
it is best to wait until the child is 3 months of age. In cases -of
significant' prematurity, evaluation should be deferred until -the child is
at-least 3 months corrected age.

2. Informal observations/developtental screening in collaboration with other
disciplines is recommended for several categories of-children who are
at-risk for or who are demonstrating developmental delays.

Infants four months of age or older:

I. The Bayley Scales of Infant Development (Mental and Motor Scales) are
-recommended at this age, unless the child has significant motor or
sensory impairments. In such cases it may be useful to administer the
Bayley Scales but they should not be- considered to be reliable for
prediction of future status., This testing is done in order to evaluate
the child's overall developmental age.

2. Educational assessment is also recommended at this age for the purposes
of determining cognitive abilities, as well as serving as a basis for
Developmental Suggestions.

3. These developmental assessments should be completed if possible when the
child is medically stable. This will typically be close to the child's
discharge from the hospital. Prior to this point systematic observations
based upon developmental guidelines may be made.

Criteria for Speech /Language- Evaluation

Neonates to infants'six months of age should be seen by a communication
specialist.

1. As early as possible if the child presents one of the following syndromes
or physical, disabilities putting him at risk for communication
development:

a. Cardiovascular accident
b. Tracheostomy (longer than 3 weeks)
c. Cleft palate/lip
d. Hearing disorder
e. Syndromes with oral motor involvement such as a physical

sign, e.g., whistling face, cri-du-chat, Noonan's, etc.
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TABLE 1 (continued)

2. Children six Months or older should be seen by a communication specialist
when social/affective/vocal/nonvocal behaviors seem out of synchrony.
Such asynchrony-has been observed in the following syndromes: Fragile X
Syndrome, Down Syndrome, motor disorders, failure-to-thrive, Fetal
Alcohol Syndrome, sensory deficits, prematurity (low birth weight), and
long term NICU care (8 months or longer).

Criteria for Occupational Therapy Evaluation

Neonates to infants six months of age should be seen by OT if the following
conditions are presented:

I. Cerebral vascular accident or babies demonstrating significant
asymmetry in their position and movements.

2. Babies being given supplemental feedings because of weak and
inefficient oral-motor skills.

3. Babies going home on tube feedings due to problems that may not be
related to specific oral- motor problems such as aspiration, cardiac
problems, short bowel problems,-etc.

4. Children with identifiable neuromotor problems related to disorders
such as myelodysplasia, hydrocephalus, or severe anoxia.

5. Babies with syndromes causing significant joint deformity of the
upper extremities such as arthrogryposis, congenital amputation of
multiple digits, or more extensive upper extremity involvement.

Children six to eight months or.older should be seen by OT when the following
conditions are presented:

I. Previously mentioned problems if no previous OT involvement.
2. A significant delay in fine motor skills associated with neuromotor

problems; significant weakness; increased tone; obvious tremoring
(Down Syndrome; cerebral palsy, myelodysplasia)

3. Failure to thrive babies.
4. Infants with significant oral-motor problems associated with

feeding, gagging, choking, or refusal to advance- in types of foods
taken.

Criteria for Physical Therapy Evaluation

Neonates and-infant;up to four months should be seen by a-physical therapist.

1. As early as plotsible if the child- presents one of the- following
syndromes or disabilities making him at risk for motor development
or postural deformities:

a. Cerebral vascular accident or significant asymmetry in
position and movements

b. Myelomeningocele
c. Aathrogryposis
d. Osteogenesis imperfecta
e. Amputation or limb anomalies
f'. Syndromes involving muscle tone, strength, or joint

limitations
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TABLE 1 (continued)

2. Children four months or older should be seen by a physical therapist
when there is delayed motor development or poor quality of movement
with a history such as:

a: Prematurity (low birth weight)
b. Intra-ventricular hemorrhage
c. Hydrocephalus

d. Bronchopulmonary dysplasia
e. Failure to thrive

f. Asphyxia (especially with low Apgar scores and seizures)



COMPREHENSIVE CASE COORDINATION PROCESS

Casm'Coordination Role

Case coordination or case management for developmentally disabled persons is a
necessary service that insures that a client's needs are addressed and
services are proVided. The case coordinator is responsible for ensuring the
coordination of planning, service delivery, monitoring and following up-on
recommendations.

The case-coordination process begins when a person first enters a service
system and should continue throughout the period of time the child is
receiving services from that agency. The family will be an integral part of
this coordination process. The case coordinator's duties will depend on the
agency's definition of case coordination and the needs of-the individual- child
and that agency's relationship to other agencies which may be involved in
providing services to a family. Tasks typically include collecting the initial
infortation on the child; coordinating assessments; conducting case
conferences; ensuring that necessary documentation is in the file; and making
arrangements for follow-up.

In settings where multiple disciplines are involved, the needs of the child
may determine who should be the case coordinator. For the child-who has many
medical problems, a nurse might be an appropriate case coordinator. If the
major concern is in the area of speech and- language development, a speech
pathologist might be the-appropriate samson to assume the coordinator role.
In some Settings a social worker or child life specialist may assume the role
of case coordinatOr. The case coordinator may change depending on the child's
needs. When such changes occur it is important that all team members be
notified of the change.

If your hospital or agency does not have a system of case coordination, they
may want to consider instituting one.

Record Forms for Case Coordinators:

- The Worksheet for Case Management Plan from Getting Children Home:
Hospital to Community (found in Appendix C) and Family Needs
Checklist Planning Forms (on pages 15 - 17) are both designed to be
used by case coordinators in identifying needs and planning for those
needs.

Reading Resources for Case Coordinators

Early Intervention - A Team Approach, edited by K.E. Allen, V.P.A.
Holm, and R.L. Schiefelbusch, Baltimore: University Park Press, 1978.

- Case Management ih Human Service Practice, edited by M. Weil, J.M.
Karla, San Francisco: Jossey-Bass Publishers, 1985.

- Coordinating Services to Handicapped Children: A Handbook for
Interagency Collaboration, edited by J. Elder & P. Magrab, Baltimore,
London: Paul H. Brookes Publishers, 1980.
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FAMILY NEEDS` CHECKLIST PLANNING FORMS,

The Falily Needs Chec4ist Planning Forms are designed to be used by case
coordinators as an aid tO4dantify service needs and planning for those needs.
Available resources-in this it4ti. have been identified by following this form.
Description of thoie resources are located in the noted appendices.

There are a number of statewide resources that are available and can
provide information on services in localOOmMunities. They are:

NEBRASKA CHILDFIND
Toll Free 8007742-7594
Nebraika ChildFind will assist parents of handicapped children find-
proper special education or related programs to benefit their children.

HOTLINE FOR'THLHANDICAPPED
Toll' Free 800-742-7594

An information and referral program which provides information on service
agencies, associations and other resources in the State of Nebraska that
provide services to handicapped personA.

DIRECTORY OF RESOURCES FOR NEBRASKA CHILDREN: SPEAKING FOR CHILDREN
One copy can be found in Resource File.

This is a directory from the Junior League of Omaha and the Child Saving
Institute: a guide to find services for children and their families in
Nebraska. It can be obtained for a fee at the following address:

Child Saving Institute
115 South 46th Street
Omaha, Ne. 68132
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FAMILY NEEDS CHECKLIST/HEALTH CARE THERAPY AND SUPPORTIVE RESOURCES
CONTACT LIST.

$-
NAME AND ADDRESS NOTES

1. PRIMARY CARE PHYSICIAN

2. NEUROLOGIST

3. ORTHOPEDICS

4. SPECIALTY CLINICS

5.- PHYSICAL THERAPIST

6. OCCUPATIONAL THERAPIST

. SPEECH /HEARING THERAPIST

8. COUNSELING

9. VISION TESTING

0. HEARING TESTING

1. GENETIC COUNSELING

2. DENTAL HEALTH

3. ADVOCACY GROUPS
..

.4. FIRST AID TRAINING

5. PUBLIC HEALTH SERVICES/VNA

Adapted by Early Referral and Follow-up Project; University of Nebraska Medical Center,
Omaha, Nebraska, 1985 from Family Involvement_ with AtRisk and HandiCapped Infants
An HCEEP Model Demonstration Project, University of Idaho, Moscow, Idaho 1985



FAMILY NEEDS CHECKLIST/PARENTAL/EDUCATIONAL INFORMATION
PLANNI? LIST'

*Priority's 3 high, 2 moderate

I low, 0 do not want

Priority* Plan S Record

1. Nov to be your child's case manager.

2. Laws related to Special Education.

. NW to xatergret =Fur= rwysraft
your child.

4. Handicapping Conditions.

3. Normal Development:
a. motor/physical development.

b. language/communication.

---77-7rogniveilearn.ing abilities.

d. self-help skills.

e. social skills.

6. Testing:
a. reasons for testing.

b. results of tests.

c. how tests affect my child.

. How to interact with proxessxonils
who serve your child.

8. Reconfraping,

9. iiills for obtaining/asking
for information or service.

O. Stress management.

1---19no management.

Adapted by Early Referral and Follow -up Project; University of Nebraska Medical Center,
Omaha, Nebraska,, 1985 from Family Involvement with At-Risk and Handicapped Infants,An HCEEP Model Demonstration Project; University of Idaho, Moscow, Idaho/1985



eilz,14,

FAMILY NEEDS CHECKLIST/PARENT SUPPORT SERVICES
PLANNING SHEET

YES NO COMMENTS/CONTACT ET.

1. RESPITE CARE

IV 4

2. TRANSPORTATION

3. SUPPLEMENT SECURITY INCOME

4. RECREATION

S. AID TO DEPENDENT CHILDREN

15. DAY CARE
.

.

7. SMUTTING

S. FOOD STAMPS

9. HOUSING

.0. LEGAL AID

.1. HEALTH INSURANCE

.2. INCOME TAX INFORMATION

3. SUPPORT GROUPS

14. FEDERAL AND STATE FUNDED
EDUCATIONAL PROGRAMS

Adapted by Early Referral and Follow-up Project; University of Nebraska Medical Center,
Omaha, Nebraska, 1985 from Family Involvement with At-Risk and Handicapped Infants
An HCEEP Model Demonstration Project; University of Idaho, Moscow, Idaho/1985
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1

1.

2.

3.

6.

S.

FAMILY NEEDSWELIST/CHILDIVAT4C,7EDs,

F
4.

. SEX

at.

5.

1. RECREATIONAL

1

CORMS

.

4. FAMILY RESPOWAILITIIIS (CHORES)

. Cr 4 TANS

'NAL S PORT

LA UP FOR HANDICAPPED CHILD

CAD:4/%41NC FOR HANDICAPPED

SIBLINGS

SIBLING SUPPORT GROUP

a. roBardInlibandicapping condition

b. other

r---gnirmsea-rre FUTUREAB

0 ) 4" 4' 4 ABOUT MEDICAL
PROBLEMS

Adapted by taily Referral and Follow-up Project; University of Nebraska Medical Center, Omaha,
Nebraska, 1985 from Tinily Involvement with At-Risk and Handicapped Infants
An HCEIP Model Demonstration University of Idaho; fticow, Idshon535
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HEALTH CARE AND THERAPY CONTACT LIST

ROLE DESCRIPTION

I. Primary Care Physician Pediatriciau/general practitioner whom
parents designate as their child's primary
medical coordinator and health care
provider.

2. Neurologist Physician who specializes in brain and
nervous system disorders, including
prescribing and monitoring of medications
for seizures.

3. Orthopedist Physician who specializes in conditions
directly or indirectly involving the
musculoskeletal system (i.e., cerebral
palsy, spina bifida).

4. Specialty Clinics Clinics, often multidisciplinary in nature,
organized to serve a single group of
handicapping conditions such as
myelolysplasia or a single body systems
such as endocrine, cardiac, etc. These
clinics do not take the place of a primary
care physician.

5. Genetic Counseling

6. Dental Health

7. Vision Testing

Genetic counseling may include tracing
family and reproductive histories, physical
examination, and/or chromosomal analysis.
Probability estimates and current treatment
approaches are offered to assist clients in
decision making regarding childbearing.
Such counseling should be provided by
persons with specialty training in this
area. HBM Center for Human Genetics accepts
self referral.

A dentist with specialty training in
pediatrics should be involved in the care
of a child with disability by the time of
first tooth eruption. (Not all Nebraska
dentists will serve this population. See
Appendix B for a listing of dentists in
Nebraska who have indicated a willingness
to accept handicapped patients.)

An ophthalmalogist trained in pediatric
conditions often is necessary for children
with developmental disabilities. Some
special educators have specific training in
determining how a child uses their vision
functionally.
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8. Hearing Testing

9. Community Health Nursing
Services

10. Counseling

It can include assessment of sensory neural-
(brainstem evoked, response - BER) And/or
conductive hearing losses (impedence
testing).

Registered nursing services range from -

brief home visits to full 24 hour in-home
care. Respite hoMemaker services may also
be available. See Directory -of Nebraska
Home Health Agencies in this Resource File
for specific agency offerings.

Includes behavior management, fly or
individual psycho therapy. Setlices are
most appropriately delivered by persons who
hold at least aMastees in So, 11 Work, a
Ph.D. in .Psychology with clinical
certification, or a Master's -Degree in
Mental Health Nursing. See Appendix A for
further resource-information.

11. Occupational Therapist Assists/intervenes to facilitate oral motor
and/or fine motor functioning.
Developmental ac* ities such as feeding,
movement, play al interactions with others
are the primary , us of intervention with
infants and young

12. Speech/Language Therapist Assesses/intervenes with children who have
or are at risk for language and
Communication disorders. Prelinguistic
communication in birth to three age group
is iii4,iuded in this specialty.

13. Physical Therapist Conducts neuromotor assessments,
designs/implements plans to include
positioning and handling, bracing and
adaptive equipment necessary for gross
motor functioning and body alignment.



SUPPORT SERVICES PLANNING SHEET

Resource information is located in Resource File. See the Following:

1. Advocacy Groups Resource Guide for Parent and Advocacy Organizations

2. Alternative Care Options Appendix A, Appendix D

3. Child Care Appendix A

4. -Department of Social Services (check applicable services) Appendik A

-Adoption services

-Aid to dependent children

-Burial assistance

-Day care assistance

-Emergency assistance

-Emergency shelter care

-Food Stamp Program

-Foster care

- Homemaker services

-Job- Support Program

-Medicaid

-Medically Handicapped
Children's Program

5. Equipment vendors Directory of Nebraska Home Health Agencies

6. Funding agencies Appendix A, Appendix C

7. Health insurance Appendix C - Paying for the Medical Help You Need

8. Housing Appendix A

9. Income Tax Information Appendix A
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10. Legal Aid Appendix A

11. Recreation Appendix A

12. Respite care Appendix A, Appendix D - News Digest

13. Transportation Appendix A_

14. Developmental Disabilities Council AppendiX A

15. Regional Community Based Mental Retardation Program Appendix A

16. WIC-(Women, Infants and Children's Program) Appendix A

17. Other



University
of Nebraska
Medical Center

C. Louis Meyer
Children's.R,habilitstion Institute

,444 South 44th Street
Omaha, Nebraska 681314795.

SCHOOL REFERRAL LETTER

Dear :

42nd and Dewey Avenue
Omaha, NE 68105-1065

I.Would like to refer Ashley B._ for evaluations through the Coleridge Public
-Schools. Ashley has been recently hospitalized (September 3 --10, 1985) at
University- Hospital in Omaha for a medical diagnostic workup. She has a
medical history that includes perinatal asphyxia with subaraohnoid hemor
rhage, and seizures, with a subaisquent diagnosis of-cerebral palsy. She has
visual problems including an alternating strabismus. She is being folloWed
Medically by-Dr. Torkelson, neurologist, and-Dr. Hurmann,_ orthopedist.

Observations dUring this current hospitalization presented current concerns
regarding delayed development. -Mt. and Mrs. John B. have been made aware of
this referral and will be contacting you. Their address is 1101 East 7th,
Coleridge, Ne. and phone number is 402-782-1460.

Sincerely,

Case Coordinator
University Hospital

cc: To Parents

35
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Appendix A is a listing of resources for children with disabilities and
their families. The general resource headings are organized alphabetically.
They are the following:

Alternative Care Option
Child Care
Counseling

Department of-Social Services
Developmental Disabilities Council

Funding
HOusing
Income Tax
Recreation

Regional Community Based Retardation Program
Speech and-Hearing Therapists

Transportation



ALTERNATIVE CARE OPTIONS

The folloWing are options for residential out of home placement for
handicapped children in, Nebraska. For furthet information, contact the
Department of Public Institutions or the Department of Social Services.

Residential' Centers

State residential-centers (Beatrice State DeVeiopMe:Ital Center and units
at Hastings Regional and Lindoln Regional Center) are designated for providing
services to persons with mental retardation. Admission to these centers is
-contingent on the lack of resources in the community based mental retardation
programs and the centers' capacity level. If community baied services are
available, residential placement will be there instead of the residential
center.

Community Based Programs

Community Based Prograis through the State 'Office of Regional Community
Based Mental Retardation Programs assist families in finding local residential
care programs for -their children with mental retardation. During infancy,
Children are placed-in foster care homes which are privately contracted with
the family. Payment is determined on an individual basis, but most caretakers
summit the child's -Supplemental Social _Security Income payments. Other
residential options are available for older clients, including residential_
group homes.

Other' Alternatives

For children who are not mentally retarded private foster care placement
is also available. Contact the Social -Services Department. Families may also
go to Juvenile Court, indicating that they-cannot take care of their child at
no-fault of the parent. If the court rules in their favor, the parent
continue to have some legal rights to their child but foster careplacement
will be found. The Department of Social Services has more information=
regarding this possibility.

Adoption
Families-who no longer feel that they can care for their handicapped

child may seek voluntary relinquishment:of their parental rights. Once again
the Department of Social Services can be contacted. The child may then be
placed for _adoption and this can be done through the Department of Social
Services or other private adoption agencies in the state.

CHILD CARE

Child Care

Some private day care centers do accept handicapped children. They must
be contacted on an individual basis. The following- resources can help
identify day care options:

Speaking for. Children: Directory of Resources for Nebraska Children is a
directory of services that include day care services throughout the State
of Nebraska. This is a project of the Junior League of Omaha and can be
obtained at Child Saving Institute, 115 South 46th Street, Omaha, Ne.
68132.

-A-2
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In Omaha two referral agencies for day care services are available
for a fee ranging from $35 - $55. These include:

- Answersfor-Child Cate at the Child Saving- Institute = 553-6000
- Omaha Child Care Referral - 551-2379

A listing of registered Day Care homes is available through the
Nebraska Department of Social Services - 444-6134.

Respite

Respite care is temporary care for a child with handicapping
conditions that can be provided periodically or on a regular basis.
Services can be provided in the family's home or out-of-home care. Child
care services may include speCialiy trained babysitters, day care
services, and/or respite, care services. There are several community
programs (dig., Red-Cross) that train groups-of people so that they can
safely babysit children with special needs.

The following resources can help identify respite care options:

Regional Community Based Mental Retardation Programs
'Respite-services are available-through Regional Community Based

Mental Retardation Programs in Regions V and VI.- In-soMe areas, respite
care is-providedthrough the local Associations of Retarded Citizens or
other individuals. The State of Nebraska is divided into six regions
(See Appendix for a description and listing of the regional offices in
Nebraska). A good resource for knowing the local respite service is your
local Office of Mental-Retardation. (See "A-10" for listing of regional
offices).

Greater Omaha AssociaticnI ior Retarded Citizens
The Greater Omaha Association for Retarded Citizens sponsors a

sitter/companion program. Trained sitters are available for a fee to
provide short term relief- to parents or guardians of, persons with a
developmental disability.

Address: 3610 Dodge Street, Omaha, Ne. 68131
Phone: 346-5220

Child Saving Institute
The Child Saving Institute has a Crisis Center which provides

emergency residential care for children, under 12 years of age depending
on the level of need.

Address: 115 South 46th St., Omaha, Ne. 68132
Phone: 553-1007



COUNSELING

Counseling services for members of families who have a handicapped child
may be needed for a number of reasons. Counseling may be provided to
individual family members or to the entire family. Individual counseling for
parents is generally designed to help a parent gain greater self understanding
and acceptance. Often individualcounseling is used to help solve specific
personal problems such as learning to cope with stressful situations or
understand depression. Counseling which involves both parents is often
provided where problems exist between parents or for counseling on the
management of their children's behayior. Family counseling is most often
provided to help solve iroblems that involve all or several members of the
family. Family sessions are designed to help solve family problems by
changing the way members interact with one another.

Group counseling is also ,available to help people learn to solve a
variety of personal and child related problems. Usually groups focus on
specific types of problems such as child guidance or self-awardness. Groups
may be time limited, running a specific number of sessions, or they may be
continuing, so that there is no set point at which everyone leaves the group.

Counseling services are available from a- variety of aources. Agencies,
both public and private, are common sources of counseling services. In
addition many professional counselors, usually psychiatrists, psychologists,
and social workers maintain private practices through which counseling is
provided. In Nebraska psychologists and psychiatrists must be licensed. They
should have had specialized training that allows psychiatrists to be boarded
and psychologists to be certified. Social workers at a minimum should have
received ACSW certification.

DEPARTMENT OF SOCIAL SERVICES

1. The following services are available under the Nebraska Department of
Social Services. (See pamphlet in this book for further descriptions of
these programs. -)

Aid to Dependent Children (ADC) is a state program for financial aid
to dependent children including the not yet born. See Appendix D
for additional information.

Food Stamp, Program provides food stamps to those families meeting. a
certain income and resource limits.

JobRupport Program is a mandatory component of the ADC Program for
recipients whose youngest .child is. over 3. The focus of the Job
Support Program is-the development of an employability plan which
can include training, deVelopment of job search skills, and support
services to enable ADC recipients to seek full time employment.

Day Care Assistance Program provides payment for provision of day
are for low income families who_are eligible.

Medically Handicapped Children's Program may pay for medical
expenses of handicapped children.
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Adoption Services find permanent homes for children who are free for
adoption_ and whose present environments lack the stability of
adoptive family settings.

Emergency Shelter Care provides immediate, temporary homes for
children- up to 12 years of age in crisis situations. It is
available when a family has no one else on whom to rely. In Douglas
-County call 553-6000. Contact local Social Service Office for
information in other counties.

Homemakers' Services provide services x. the homes of aged,
physically or mentally disabled adults and families who are unable
to adequately manage the family or household due to lack of
knowledge, skills, or abilities.

Transportation services Cr. provided to aged and physically or
mentally disabled persons to and from local community .facilities
whorl no other transportation is available.

Foster care provides temporary family care for a child when the
child's own family is-unable to meet basic needs for care.

Emergency Assistance is -provided to needy families with minor
children in situations where other resources are not available,
e.g., imminent evictions, loss of utility-services or exhaustion of
food.

County bdrial assistance is -available through selected funeral
directors if the estate of the decedent and/or the income and
resources of responsible relatives are insufficient to meet burial
expenses as defined by the Department of Social Services. Contact
must be made prior to any arrangements in order for fundin to be
considered. This procedure is specific to Douglas County. If in
other location, contact local office for services-Specific to that
county.

Children's Medical Program (Ribicoff) assists persons 20 years old
or under in obtaining medical services when they do not qualify for
other medical assistance.

In Douglas County, there is a general assistance number of 444-6215.
Specific numbers can be located in Speaking for Children: Directory
of Resources for Nebraska Children - Junior League of Lincoln.

FUNDING

One of the major state resources for funding handicapped children is in
the Nebraska Department of Social Services. This and other funding resources
are the following:

The Medically Handicapped-Children's Proems
Diagnostic and treatment services are covered when they are within the

scope of medical coverage when there is prior authorization by the Medically
Handicapped Children's Program, e.g.:, hospitalization, diagnosis, general



care. Children are eligible based-on diagnosis, medical treatment plan, and
the family's ability to pay for the cost of medical care. Referral to this
agency may be by a physician, parents, local social services office, social
agencies, or others _(See Appendix -C).

Disabled Persons and Family Support Program
This program -may authorize payment for such things as home architectural

modifications; attendant care; non-medical costs incurred during treatment;
counseling or training; home health; housekeeping; special equipment; respite
care; and transportation. Other types of support may also be considered based
upon individual needs and circumstances. Families with a disabled family
member who need some sort of support to prevent out-of-home placement are
eligible for services. Financial eligibility is also considered dependent
upon the gross monthly income of the family and adjustedto the family size.
(See pamphlet in this booklet for further description of this program.)

Supplemental Social Security Income
Supplemental Social Security Income. (SSI) Program provides monthly cash

benefits toblind and disabled ,children and adults. Handicapped children are
eligible for SSI if t1 ly meet the SSI blindness or disability guidelines and
are financially eligible. The general standard in determining whether a child
is eligible is whether the child's impairment has had or will have a severe
impact on-physical, intellectual, emotional, and/or social development.

A person may apply to the-Social Security Administration Office by mail
or in person by completing- the application form. (See pamphlet in this
booklet and information in .Appendix D for further description of this
program.)

WIC (Women, Infants and Children) Program

The WIC (Women, Infants and Children) Program through the Department of Health
is offered through 14 agencies statewide. The federally funded program
provides nutritional services including redeemable-voucher:3 for selected high
quality foods to those pregnant women and/or children up through their 4th
birthday (some provide services to age 5) who are determined to be at medical
nutritional risk. -(Call MCH Nutrition Dividion at Nebraska State Department
-of Health, phone 402-471-2781.

Hotline for the Handicapped.

Call Hotline for-further funding resource! - 800-742-7594-i

Reading Resources

Paying for the Medical Help You Need (This article is located in
-Appendix C.)

DEVELOPMENTAL DISABILITIES COUNCILS

The Developmental Disabilities Councils are organized on a regional basis
that parallel the six Office of Mental Retardation regions. Each regional
council has a coordinating committee (see_ following for contacts) that is
composed of professionals and parents of that community. Each council has a



designated amount of-state funds that they can spend according to the needs of
their community, e.g., support summer camp programs, sponsor workshops,
materials for agencies, etc. No funds are available for direct services or
equipment for individual children.

Evelyn Pinneker
Chair, Region I
Route 2, Box 103
Minatare, NE 69359-

Ann McGee
Chair, Region II
1707 Polk
Lexington, NE 69950

Marlys Pearson
Chair, Region III
Holdrege Public Schools
315 Eat Avenue
Holdrege,.NE 68949

Kay Cattle

Chair, Region IV
920 Walnut Street
Wayne, NE 68787

Jerry Oestmann
Chair, Region V
Child Guidance Center
312 Lincoln Center Building
Lincoln, NE 68508

Mike Mails
Chair, Region VI
Nebraska Psychiatric Institute/UNMC
602 South 45th Street
Omaha, NE 68106

State Office - Developmental Disabilities Council - 471-2337

HOUSING

Facilities are available in Omaha for families of children using medical
facilities in the Omaha area.

Ronald McDonald House

The Ronald McDonald House of Omaha is located at the Boys Town National
Institute and is funded by local McDonald restaurants, Boys Town National
Institute, public contributions and donations from families staying at the
house. Family donations range from $5.00 to $15.00 per night depending on the
number of gtosts and the family's ability to pay.

University House,

Familie3 receiving medical care at the University of Nebraska Medical
Center may stay at the residence. The rooms are private at a fee of $22 per
night. To make reservations, call 559-5597.

INCOME TAX

The following materials are available. in the IRS Office:

1. Tax Information for Handicapped and Disabled Individuals - Publication
907.

2.

This publication covers the federal income tax rules of particular
interest to handicapped and disabled people and to taxpayers with
disabled dependents;

Medical and Dental Expense - Publication 502.



This publication explains how to claim a deduction for medical and
dental expenses.

3. Child and Dependent -Care Credit S Employment Taxes for Household
Employees - Publication 503.

This publication explains tax credits if you pay someone who is
taking care of a dependent who is under 15, a di4abled dependent or a
disabled spouse so that one can work or look forwork.

REGIONAL COMMUNITY BASED MENTAL RETARDATION PROGRAMS

Through efforts of parents and others, the Nebraska Legislature mandated
that services for those with mental retardation be established within local
communities. The state was divided into six regions with each region
responsible for clients in their counties. The State Office of Mental
Retardation is under the Department of Institutions.

Thalegional Community Based Mental Retardation Program offers a range of
services for children and adults including residential care, vocational
training, and =dal services. (See page A10 for regional offices listings.)

RECREATION

Children can participate in recreational programs that include summer
camps, after-school programs, and clubs. Information regarding recreational
programs in Nebraska can be obtained through the following resources:

Hotline for the Handicapped, Toll Free Number - 1-800-742-7594
Nebraska Childlind, Toll Free Number - 1-800-742-7594
Speaking for Children: Directory of Resources for Nebraska Children -

Junior League of Lincoln.
Directory of Recreation Programs for People with Developmental

Disabilities for Douglas County - Developmental Disabilities
Council/Greater Omaha Association for Retarded Citizens (See Appendix
G for a pamphlet)

Pipal Park in Omaha at 78th and Center Street was especially planned for
children with disabilities.

SPEECH AND HEARING THERAPISTS

Local school districts are the primary resource for speech therapy
services in the state. Individual language therapy may not always be a part-
of the individual child's program. For those-children not eligible for speech
and language services private practitioners would be available in most cities.
For information on a listing of licensed speech ,therapists contact the
Department of Health - Bureau of Examining Boards -402 -471 -2115.

The following is a list of some agencies that can provide private
speech/language services:

Boys Town National Institute for Communication Disorders in Children



Address: 555 North 30th Strett, Omaha
Phone: 402-449-6540

Immanuel Medical Center
Address: 6901 North 72nd, Omaha
Phone: 402-572-2277

Laboratory of Speech and Language Disorders
Address: 4256 Douglas St., Omaha
Phone: 402-551-7338

Speech Rehabilitation Services
Address: 12793 Q St., Omaha
Phone: 402-894-0387

University of-Nebraska Speech and Hearing Clinic
Address: 202 Barkley Center, Lincoln
Phone: 402=472-2071

TRANSPORTATION
.111111M

School districts are responsible for providing or reimbursing parents for
transportation for educational programs or educationally related evaluations.

Transportation services to and from local community facilities are
provided by Department of Social Services for financially eligible persons who
are also aged, physically or mentally disabled persons. Other options for
transportatijn must be utilized before. this funding is available.
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.Region 1 Office of Mental
Retardation

1721 Broadway
Box 1327
Scottsbluff, NE 69361
(308) 635-3444

Region 11 Services for the
Handicapped

301k,Norris Avenue
Box 693
McCook,"NE 69001
(308) 345-2495

REGIONAL OFFICE$

Region ill-Mid-Nebraska Mental
Retardation Services

522 East Side Boulevard
Box 1146
Hastings, NE 68901
(402) 482-5107

Region IV Office of
Developmental Disabilities

114 West Third Street
Box 352
Wayne, NE 68787
(402) 375-2880

Region V Mthtal Retardation
Services

2311 North Cotner
Lincoln, NE 68507
(402) 464-8361

Region VI Eastern Nebraska
Community Office of
Retardation (ENCOR)

885 South 72nd Street
Omaha, NE 68114
(402) 4444500
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APPENDIX B

PEDIATRIC OCCUPATIONAL THERAPISTS

PEDIATRIC PHYSICAL THERAPISTS

REDSTART PROGRAMS

DENTAL LISTINGS
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ARAPAHOE

BEATRICE

COLUMBUS

PEDIATRIC PHYSICAL 1BERAPISTS
IN NEBRASKA

Christine Urborm
Arapahoe Medical Clinic
Arapahoe, NE 68922
(308) 962-5464

Gary Anders
Beatrice State Developmental

Center
Box 808
Beatrice, NE 68310-0808
(402) 223-2302

Ken Johnson
North Park Clinic
2360 Pershing Road
Columbus, NE 68601
(402) 564 -5456

FAIRBURY John Cervantes

FREMONT

GRAND ISLAND

GOTHENBURG

HASTINGS

Gail Johnson
(Fremont Public Schools)
R241, Box 71
Mead, Nebraska 68041
(402) 624-6225

Jolyne Harrington

Jane Gangwish
Grand Island Public Schools
(308) 381-5931

Karla Bryant
2306 G, Rt.-2
P.O. Box 437
Gothenburg, NE 69138
(308) 537-2970

Susan Harms, Teri Nguyen,
Anna Showalter

ESU09
1002 E. South St.
P.O. Box 2047
Hastings, NE 68901
(402) 463-5611
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KEARNEY

LEXINGTON

LINCOLN/WAVERLY

LOUP CITY

NELIGH

Jan Wiles
Kearney Clinic
211 West 33rd Street
Kearney, NE 68847
(308) 237-2141

Linda Hawkins
Lexington Developmental Center
Lexington Public Schools
Lexington, NE $8850
(308) 324-6414

Nancy McProud
Joyce Glaesemann
Lincoln Public Schools
473-0229

Laurie Haszard
Lincoln General Hospital
2300 S. 16th Street
Lincoln, NE 68502
(402) 473-5100

Burdetta Thrapp
Madonna Professional Care Center
2200 S. 52nd Street
Lincoln, NE 68506
(402) 489-7102

Jane Snyder
Tabitha, Inc.
4720 Randolph
Lincoln, NE 68512
(402) 483-7671

Marilyn Altenhofen
Waverly School District
489-7102 Extension 285

Denise Extrom
Laurie Casper

Dorothy Schott
Sacred Heart Hospital
626 North Street
Loup City, NE 68853

William Reynolds
Antelope Hospital
102 W. 9th Street
Neligh, NE 68756
(402) 887-4151
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NORFOLK

,NORTH PLATTE

Doris Buschkoetter
Lutheran Community Hospital
2700 West Norfolk Avenue
Norfolk, NE 68701
(402) 371-4880

Ricky Peterson
Our Lady of Lourdes Hospital
1500 Koenigstein
Norfolk, NE 68701
(402) 371 -3402

Lisa Black
Great Plains Medical Center
601 West Leota Street
North Platte, NE 69101
(308) 532-5626

OGALLALA Robyn Stewart

O'NEILL Loren Mulhair
-North Central Inc.
BOi 902
O'Neill, NE 68763
(402) 336 -3109

Michelle Karpenko
20ErShannon Road
Seward, NE 68434
(402). 643 -3110

SCOTTSBLUFF

Daryl Conger
Memofial Hospital a Home
Seventh & Osage
Sidney, NE 69162
(308) 254-5825

Nancy Forney
Scottsbluff PT Associates
211 West 38th
Scottsbluff, NE 69361
(308) 632-2733

Also PT Dept.
West. Nebraska General Hospital
4021 Avenue B
Scottbluff, NE
(308) 632-0355



YORK

WAYNE

WEST POINT

OMAHA

Vic Kennel
York P.T. Clinic
609 Grant Avenue, Box365
York, NE 68467
(402) 362-6361

Carol. Sheldon
Region IV, ESU41
Office of DD
P.O. Box 463
114 West Third Street
Wayne, NE 68787
(402) 287-2061

Doris Bourek
Providence Medical Center
1200 'Providence Road
Wayne, NE' 68787
(402) 375 -3800

Judy LeTrud
St. 4.4ancis Memorial Hospital
430 lo. Monitor
Box 192
West Point, NE 68788
(402) 372-5143

Jim Miedaner
Wayne Stuberg
Penni White
Pam Dehne
Bob Fuchs
UNMC
Meyer Children'n Rehabilitation

Institute
444 South 44th Street
Omaha, NE 68134
(402) 559-6415

Kyle Meyer
Wendy Bruce
Methodist Hospital
8203 Dodge Street
Omaha, NE 68114
(402) 397-3000

Mary Miedaner
Cathy White
Sue Penner
Prairie Lane School
11444 Rascal' Street
Omaha, Nebraska 68144
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PEDIATRIC OCCUPATIONAL THERAPY LISTING

Broken Bow, Nebraska
Japes R.Christen
1243 South D Street

. Broken Bow, Ne. 68822

Council Bluffs, Iowa
Judy Lynn Carroll
1621 Pueblo Road

. Council Bluff3, Ia. 51501

Eustiarliebraska
Judith Johnson Heins
Route 15, Box 73
Eustis, Ne. 59028

Fremont, Nebraska
Strih,Lynne Gale
2519 East 22nd-

Fremont, Kw. 68025

Grand Island, Nebraska
Bonnie Jo liott

1411 West JOhn,
Grand Island, Ne, 68801

Battings

Joycirinne'Donovan
501', N. Kerr

Hastings, Ne. 68901

Kearney
Patsy Ann Fischer
106 East 30th
Kearney, Ie. 68847

Lincoln

Katherine H. Bengsund
400 Lynorest Drive
Lincoln, Ne. S8510

Pamela Smith Linke
905 Sycamore Drive
Lincoln, Ne. 68505

Marjohn Petri Love
2601,South 58th St., #18
Lincoln, Ne. 68506



4.incoln (cont.)

Diane_Gesiriech Hamel
2710 Sewell St.
Lincoln, Ne. 68502

Karla Marie Wahl

1701 lidgehaven Court #7
Lincoln, He., :68505:

Lodgepole Nebraska
Cynthia Krueger Epling
P.O..Baz 13

Lodgepolt, Ne. 69149

Norfolk, Nebraska

Miry Rumbolz-Surber
1202 1orfoli Avenue
Norfolk, Ne. 68701

Omaha, Nebraska

`Dennis Dean-Bickley
'5208 LarimoreAvenue
Inaba, Ne.' 68112

Nancy Michelle Daly
10606 Ellison Plaza #2

Ne.. 68134

Karen Lee Eustice
2601 South 32nd Avenue
Omaha, Ne. 68105

.

Janice-Harman Plegle
6723 South 145th St.
Omaha, Ne. 68137

Linda Lee Gabriel
5119 Decatur
Omaha, Ne.. 68104

Lori Ann Hahn

12106 Poppleton Plaza #128
Omaha, Ne. 68144

Jam Gail Hardcopf-Bickley

9622 North 29th St.
Omaha, Ne. 68112

Mary Lou Henderson

5503 Harney St.
Omaha, Ne. 68132,



Omaha (cont.)
Kathleen M. Keller
4824" William -St.

Omaha, Ne. 68106

Patricia Lux Kipperman
4605 South 154th Avenue Circle
Omaha,_ Ne. 68137

Kari Trygg Miller
14811 "1.11 Street

Omaha, Ne. 68137

Diane Rte Neff
330 South 37th Street #10
Omaha,- Ne. 68131

Lima Wallace Scheet
7780 Greenleaf_ Drive

Omahi,,Ne._ 68128

'Beth Staenberg
1907 North:102nd St.
Omaha, We. 68114

Sioux, City, Iowa

Andrea Scott Abbott
3122 ,Pierce St.

Sioux CLty, Iowa 51104



NEBRASKA HEAD START PROGRAMS

Northwest Nebraska Community
Action CeuncU

300 West 2nd Street
Children, Nebraska 69337
(308) 432-3393

Chadron State College
Box 90
Chadron, Nebraska 69337
(308) 432-5018

Blue Valley- Community Action, Inc.
Box 273
Fairbury, Nebraska 68352
(402) 729-2278

.14idlamd Lutheran College
P.O. Box 244

Fremont, Nebraska 68025
(402) 721-5480

Hall County Human Resources
Department

County Court House
Grand Island, Nebraska 68801
(306) 384-7710

Good Samaritan Village
P.O. Box 347
Hastings, Nebraska 68901
(402) 463-3181

Southeast Nebraska Community
Action'Council

Box 646
Humboldt, Nebraska 68376
(402) 862-2411

Aid-Nebraska Community Services,
1920 College rc ive

Kearney, Nebraska 68847
(308) 2.34-3916

Lincoln Action Program, Inc.
2202 South 11th Street

Lincoln, Nebraska 68502
(402) 471-4515

Lincoln Public Schools
225 South 25th Street
Lincoln, Nebraska 68510
(402) 475-8329

Central Nebraska Community
Services, Inc.

P.O. Box 509
Loup City, Nebraska 68853
(308) 745-0780

Omaha Child.CeVelopment
Corporation

3025 Parker Street
Omaha, Nebraska 68111
(402) 444-5577

Cticaop Awareness
4825 South 24th Street
Omaha, Nebraska 68107
(402) 444-5577

Plattsmouth Community Schools
2101 South 15th Street
Plattsmouth, Nebraska 68048
(402) 296-5250

Panhandle Community
Action Agency

P.O. Box 1469
Scottsbluff, Nebraska 69361
(308) 635-3087

Inc. Goldenrod Hills Connounity
Action Agency

P.O. Box 10

Walthill, Nebraska 68067
(402) 846-5493



NEBRASKA DENTISTS WILLING TO
TREAT HANDICAPPED PATIENTS

OMAHA. NEBRASKA

Bennett, Walter

5202 Levenvorth Street
Omaha, NE 68106

Drahotao I.J.

8710 Countryside Plaza
Omaha, NE, 68114

?enter, Donald
2413 H. Street
Omaha, NE:, 68105

Tree, J.D.

5440:South Street
1450

Omaha, NE 68506

Gerstner, loser
3015 N. 90th Street
Omaha, NE 68134

Gilinsky, Rick
2413 N. Street
Omi4a, NE 68105

Grove," Raymond

119 North 5.st Street
Omaha, NE 68132

Henduchson,
P.O. Box 2063
Omaha, NE

Huarter, James
2410 South 73rd Street
Omaha, NE 68124

Hungerfcrd,
601 N. 30th Street
Omaha, NE

Kathrein, William
Indian Hills Professional
220 N. 89th Street, Suite
Omaha, NE ism

Kelsey, N.N.

119 NortL,51st Street

. .

Knutsen, Jeffrey
2808 N. 75th Street
Omaha, NE 68134

Utley, Benton
Suite 321 Doctors Bldg
Omaha, NE 68131

&Ley, L.
8031 W. Center Rd.
Suite 321
Omaha, NE 68124

*Wart, Mark
727 Medical Arts Bldg.
Omaha, NE 08102

Manias, Dennis
8630 Cass
Suits 216
Omaha, NE 68114

Odorsidarank
10815 Elm .

Omaha, 6810

Pietro, James
10813 Elm
Omaha, NE 68105

6hyken, Paul
7887 L. Street
Ralston, NE 68127

Tutalzan, Melvin
2020 No. 72nd Street
Oitha, NE 68134

Troia, J.A.
505 W. 23rd Street
Bellevue, NE 68005

bldg. Vogelsberg, Gary
103 220 North 89th Street

Omaha, NE 68114
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Westermant, Gary
1106 South 91st Avenue
Aoshs. NE 68124



OMAHA, NEBRASKA CONT.

Gellert Gerald

Oak Hills Plass
12745 "Q" Street
Omaha, NE 68137

Sheldon, Noreen-
10060 Regency Circle
Omaha, NE 68114

Flagman, Terrance
8761 West Center Rd.
Omaha, NE 68124

LINCOLN. NEBRASKA

Pejsar, Gordon

5440 South Street
Lincoln, NE 68506

Sweeney, George
2810 So. 48th Street
Lincoln, NE 68501

Gomm, T.V.
Crown Place Prof. Bldg
6930 L. Street
Suite I
Lincoln, NE 68501

Jorgensen, Donald
1413 South 13th Street
Lincoln, NE 418502

Johnston, Glenn
3315 South 31st
Lincoln, NE 68503

Maude, Harold
5640 South Street
Lincoln, NE 68506

Iteinacher, Ray
College of Dentistry
40th 6 Roldrege
Lincoln, NE 68583

Jurgen, Roger
Meadow Lane Shop.Ang Center
902 No. loth Street
Lincoln, NE 68505

King, Dennis
1676 Van Dorn
Lincoln, NE 68502

Kull, Stan
5019 Huntington 06
Lincoln, NE 68504

Martin, Max
3445 "0" Street
'Lincoln, NE 68510

Parker, Richert
3100 "0" Street
Lincoln, NE 68510

Rauscher, Bruce
4009 Randolph Street
Lincoln, NE 68501

Sedlak, John

3933 So. 48th Street
Lincoln, NE 68506

Sonderegger, Kurt
3255-"A" Street
Lincoln, NE 68510



OTHER viTSTATE NEBRASKA AREAS

Bayley, H.H.
Box 67
Elwood, Nebraska 68937

Walter, E.C.
12671/2 26th Avenue

Columbus, Nebraska 68601

Jensen, Terry
Box 206
Neligh, Nebraska 68756

Rider, Frank
Wauneta, Nebraska

Rik li, T.

-Ord, Nebraska

Dubs, Houfek and Brown

508 Willard
Genoa, Nebraska

Ghangler,-Lauren
315 west Eagle
Arlington, Nebraska 68002

Heiabucho F.E.
515 Niobrara Avenue
Alliance, Nebraska 69301

Hinrichs, James
1635 Chatham Avenue
Ardan Hills, MN 55112

Egerman, Lyle
Bancroft, Nebraska 68004

Tietsort, Mark
111-1. 9th Street
Condo-Nebraska 69130



OTHER OUTSTATE NEBRASKA AREAS

Wesch, Jack
416 4th Street
Fairbury, Nebraska 68352

Janet, C.R.

2107 Stone'Street
Fills City, NE 68355

Hendriksen, Richard
1735 East Military
Fremont, NE 68025

May, G.W.
2350-N. Clarleson

,Fremont, NE- -68025

Walla, William
1835'-East tSilitity

Fremont, NE 68025

Coke, Richard L
2350 N. Clarkson
Fremont, NE 68025

Kennel, L.W.
Box 242
Geneva, Nebraska 68361

Janda, Dayid
704 W. 1st Street
Gram! Island, NE 68801

Janda, Mike
908 N. Howard #10
Grand Island, NE 68801

Lafgreen, David
908 N. Howard Suite #102
Grand Island, NE 68801

Staddol, David
815 N. Custer
Grand Island, NE

McPherson, Robert
12th and Laird AVenue
1Watings,,NE 68901

Bli35

Diedrichsen, Fred
130 West 14th Avenue
Holdrege, NE 68949

Sawyer, Jay
130 W. 14th Street
Holdrege, NE 68949

Bryson, Michael
2122 6th AVinue
Kearney, NE 68847

Bunbridge, Authur
1709 W. 38th /9A,I.
kearneyi NE 68847

PIntz, Roger.

P.O. Box 834
903 North Grant
Lexington, NE 68850

Case, C.C.

Box 623
Nebraska City, NE 68410

McCormach,.M.P.
106 S. 12th Street
Nebraska City, NE 68410

Strassler, G.
1111/2 E., 5th Street

Neligh, NE 68756

Doyle, James
109 N. 15th #10
Norfolk, NE 68710

Karmazin, Daniel
6001/4-Benjamin Avenue

Norfolk, NE 68701

Krivohlavek, Bradley
6eneral Dentistry
405 South.17th Street
Norfolk, NE 68701

Murphy, James-
100 Viiges Street
Norfolk, NE 68701



OTHER-OUTSTATE NEBRASKA AREAS

Wilber, C.A.

307 Madison.

Norfolk, NE 68701

-Brockman, Jerry

Box 379
'O'Neill, NE 68763

Croft, Authur
Eox 379
O'Neill, NE 68763

Peterson, Wm. J.
1626 L. Street
-Box 116

Ord, NE 68862

?metal, Dennis
240 N. Main
-Osceola, NE 68651

Leppenbach,
104 N. Brown
Pierce, NC- 68767

McKnish, James
402 North 10th Street
Plattsmouth,'NE 68048

Kruse, Steven
111 No. ,3rd

Seward, NE 68434

Hoban, Gloria
Box 70
Shelton, NE 68876

Pugsley, George
1810 1st Avenue
Schottsbluff, NE 69361

Zahradnicek, R.C.

2404 Avenut. F.

Scottsbluff, NE 69361

Jones, D.B.

Box 220
Osmond, NE

Jeffers, D.J.
331 North Cherry
Valentine, NE 69201

Jeffers, 'Robert

331 North Cherry
Valentine,,NE 69201

Higgins, D.J.
311-N. Cherry
Valentine, NE 69201

RakOv, J.
Box_ 250

Verdigte, NE 68783

Wessel, Wayne
115 W. 3rd Street
Wayne, NE 68787



APPENDIX C

PAYING FOR THE MEDICAL HP1P YOU NEED

CHECKLIST OF INFORMATION HELPFUL WHEN APPLYING .FOR SOCIAL SECURITY INCOME
BENEFITS

MEDICALLY HANDICAPPED CHILDREN"S PROGRAM
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Paying for the
Medical Help You Need

Youi child shoidd hate all his or her medical
needs oaken case of including all the function-
silo best medial So.-for example.
no child needs a gold - plated wheelchair. but he
or she may have an electric outdoor and indoor
wheelchair. espeeselly:modified to meet his or' h e r s i e e d s. T o pay for your child's m e d i c a l ex-
penses you will p r o b a b l y need t he f i n a n c i a l is-
tistaace of peblic and kit ate agencies. You may
need help wet rust for tens or hundreds but for

- thoeseeds of dollies swat after year: And if your
Add's- siiedical eipenses -.rise. the- search, fie
funds has to expairlAkhough sou will surely be
rueful for the geriiiiisity of others. the eforts
to find funds can become so'diScult that sou
mat brew to. feel that sou are scrounging for
snonev But diem need &Uncial assistance. youel hate to and out how so get it. Think or-'sourI search as &termer. hunt. This attitude it all help11 tau keep sour perspectite on the matter

YUCK FINAN(:IAL NEEDS
AND) RESOURCES

Eno tam Mott consoler not milt- tour MM.
medic al needs but !Aso how sour funds %trend',
an snooty' If icu are Instal and Iry to sat r. ,e1
gill need snore money (or medical expenses
than sou have at ailabk. sou hate to consoler
outisde sources of help. which in our sonnets are
of dace lane kinds taxsupported government
Programs as she local. stat:-.. and national knelt:
insurance. and ottoman health agencies

%al olds. ;duals can help sou search tor

funds Doctors can often Juni sou to sources of
financial assistance in sour coututunitY. &UNA
workers working, (or hospitals. government
agencies- and sometimes toluntars health agen-
cies can also help. These are peopleto work wads
you, not (or you, meaning that sou must do sour
pers.-indicating your needs and pros iding any
necessary information. Parents ofother special
children can also be helpful regarding support
and information, esp t;ally if they have been
:aaccessinfin obtaining 'Money.

When sou look for help in tinding financial
assistance. remember th.tt tau are :non familiar
with sour financs.il needs and :lacrimal problems
and that toss Call be.voar chold's best adtocate.
You must be able to prostate all pettinent infor-
mation to ant one helping you in !our search (Orassistance

THE REQUE5F FOR .SSESTANCE
Regardless ol ash, h altencv sou contact for as-
Itst.toce. the- aisinctistt.tte approach as isopor
1.1111,

Telephone Inquiries

'filephone inquiries are the hest step its tour
search' for hitanciil assistance. There is a tech.
115que to making an efectite phone call:

r.moih., aahal omen ami moo pi . ai er
pia, oar ip.ur a all It mat 11/ helsot ni 50 %s nit these
damn

21%
Loose Jones, Monica, Home Care for the Chronically Ill and

Disabled Child, NY: Harper Row, 1985.
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Paying for the Medical Delp You Need

Intrutinre peartrifin friendly sake- "Hello. the
is Judah Smith- air "Judah Smith. the awakes. of
Delgada earahrth Smith." of Such idesmicattan is
apPioptimet People Ikea know akin calling.
and a friendly tone gets things 4 to a good start
Slate kith mum pm wash SO tend awl nee
worse dawn the now iif the perm. nun ahem rot
soma_ If eimeeoe man you utfoimattel. stn mat,
want to call hire or tee bark for More leer Fur.
therms re. if someone Imes you a comatament of
some Mad. low need to remerobei who that tartan
aas
Se acUatgaiimal and sunrise. Wet to any notes
tau bite nude before ealfiag if skis will help
rale owes donna the phase call Do not a111110t
you wit remember evestthisig sou are told:
le (mak and paha& Since people hrteaoad and
bad dam Mail take a greet* or can response;
pessorially. Fa en dsou get stoke-am issuer. % arch'
sour lawmen. You may be able to set the part) to
change bus or her mood or at least to help you or
sonseme else in the future.

Interviews

If an agency is interested in more infoentation
about your request, its representative may wish
to see you in person and an interview should be
arranged. Make an appointment fur a time w hen
you ;mow you will be punctual and calm and
when sou will hate the attention and interest of
the agency (which excludes appointments."
Friday at 4.45 PAL). Your general appearance is
important.. If you come bedecked, with -dia-
monds. People may wonder. if You are really a
needy case. But if s oil arrive looking bedrartgled
and worn,sou wont create a positive tii-sesslost
mitre.

Again. be organized and write down notes in
ads once. for you must be able to comities,* peo-
ple that )01111 is. indeed. a worths cause. Since
'may professunial people are eery busy, don't
take up more of their time than necessary.

You can tonwtMies- arrange interviews at
home. Nat only may this be more coat enient for
you. but it will citable the social worker or other
agency official actually to see your child in the
home envisonment -and thus, better appraise
your child's needs. Also, someone who has been
to spur home II more likely to remember you
when sou contact him or her again.

229

Written Requests

You will 'probably need to put soot request for_
assistance in venting; Written remiests may tae.
time to formulate, but they ensure that -ass
agency has all the relevant information. A tent-
ten request makes the best impression if it
neatly typed on standard Mb rc I white popes

-You Call Site a person sinew-rotten request at
the. time of an intent'w or mall it following a
phone call. .% written reply to your letter well.
then tine sou venfication of the agency** gen-
eral policy's, a specuic respoita to your request

Reheats
60 1101 take any refusal personally.- People are
not swing they don't like you or sour child. The.
are saying that, as they perceise the situation.
they cant help you.

Be sure ynu know why,esequest is refused. In
some cases, a refusal is due trien inflexible policy.
But in other rases policy is open to interpret.
lion. Check with the agency to'amke sure you
hate eaten all the information they need.

Datil be afraid to ask again. Assistance'Pf0.
grains esist to aunt people. If Sou think 4=you hat
a reasonable request. keep making it. -People
_must permit., your need befoie they'ean help
you. %Ito. some_ programs change. While you
may not be eligible for something now, you may
well he-later.

GOVERNMENT PROGRAMS
.1It hough got eglantine 1/10111.11114 and regulations
Al' I' constitute changing, there are Serious Inefur
sources of government assitimat e Dar your child:
the federal Medicaid program .and its emirs-
lent 011 the state levels. the federal program es-
sisting the disabled 'Supplemental Security In-
come', state proemial- for disabled children
mites, called the i:ripplcil t :la 'Wren's Services or
simply :Iiildren's yen ices'. and state programs
:wine (tie ales elophicitallt :1st shied. ()ther-pra
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grM pr assaIl so s(irc.c groups ci

as children of seteran or at
Sosal Secutits recipsests. .414 from these pfo-
grams ares horn state to stale. some psrents
'ansi hsige and ongoing medical enpenaes base
artualk isosed ,o .aàoshei stale in anile, t get
arne speehimis, goreenmem assaisioce.

toane diti,.sUik us ill stises Vnfrsiou
c rank -ps for oau-cIuIds erpemes. ou
ikoulil 1usd out ,sh.it assaslaswc is

.%tediaiaS

ledscaid as thi federal program assastanI the
U,éd talk need, Some gates hate supplesnen-
at prieraims pros ding additional beucits But
stl,egeseè-pou lise-ihe,e-ire certain (actors to

Ailly up fort pnOgra.nsa)onr
counts or cIty steMarrOn Social Security oce.
While IoanUmes pamen1s are ietroacsise and
mop be made as losijas thre. months after as
.spease has bees. iscuied. often you hate to
a,gt ba.frI. espenses are incurred. So. (or es
...plr. dosa think sour child mae' bi dasabkd.
sppk lirdore any Seating is done U ou thank
%OW1 child- needs hospitalixatiosi. apply U an
emr,grncs nick as an .iccidens or sudden set ne
illness an,... appts You can gel prilamina,s sn
fomn ba pbo, Often a friend or èelai,s..
can dain,ra.al IIDSDnL *cq 'on

Ilatibilits t ..eemesgs Saul uni, tars (viaW
t..MC 1.1 51.1Sf hut .ur couitlai,iI, Ii,ig UI' #.a.d.
U son are cinasnIflIul apphtang br .nassi.uu-a..
call "sir heal 's.hl.ueolht to land out is hat lb
general !11iUI.m,nlsJ1e III5UUIdI sun In..,

-lull sii.al.is o gn in ssrllare. ''HI slut stall alu.sI
ilt Inc a prniu ala ta,i She 'anetlw.all, uteri, unIt

iiaas pros id. Ira'e ii,edk-.s( .asslst
nice 'ar a 'bar, .9 ThS we paces 2.311-231,

K. s.Jrstai, as aitaull, .. 1.(iilsflina.nl lair ri.tih,il-
as, You ne usualls risitilik oasis liar .a
s,huj She sI.alrn stbsrh too lasujg. The,c(ore

nut alarablt sthen u.atelsaig sit .aaiother-
stile in .btnid i.iL,.stiw. iuireasiaia,s ire 1105 ala-
isti I' IS aisiless (list are hera not
it sisslut'. INIS Is irsisissit Jliai,t

l$q is ii'si.ahis lii. prsaia.srt ihia,,sisausit as,

eiagib.ktt Call aiur local st.'hI.,,e silisti. lair She
eaactjfl(o(m.ation Do this lir.ir tails we is,
agenci stone,. so tou still Luos, sshai intonu,.
lion to bring to tour fost meeting .a phone call

-can not onus see uua trip if ou ire ancliatible
but ma, ko usloim toil iast ,ai eanakl isccou,,e
ehatabtt. ?drdst.ssaj ,friernuin,.'a ,4.sisbihst, 'an she

of cash intl sat mats. bail it does 111)1 t4a, miii
account our outstanding hills hunt. ualuuIata.5c5.
etc. .4s an liasatsiple. .assauiw the Mvda.iul limit of
cast, as, lund is I..34III If i.... Is,,. 'tasks tói,
iaught cuoasak, a.atsnat id bills. his,s. a., jialtul
)Osar*nunlgage SDqU.IIak If it is 4w lajl iii tour
stale so purchase .s"p.ud iii (till halt. i,isu,iiaac,.
poiset of 51.5151. )nu antatht tonss.k, tint

Thitis bs no hems-i suIg.stauin Slut %,iU Is.

disbwieg Hither itss .s ra.slsstic ps. taste of host
pots stall hate to stork tssth.n thi' ststnn and stall
bate to uiader,sand the luics and rcqaürc.nents
of that wstem. There are reqwremua%ts scsi stall
not he able to stork around, host ever Fur a'sam-
phi. a ,e9uitefliene mis be (hit too awl otto

ore than one home hi ou own Isso and sell
Oii., the monet as then part of tour bln.ancs.il
ssauth. probably rn.alsiig .ou too rich to qsi.ahls
You inst not gise. prnpertt ntis to become .'ls.
gible.

Income sass, or liii, tint det.raii,is.' e'iaataiialit'.
Iue snedic.sl .as,igmnu' still hi. itat an ii mstccs'
!' lbusta'sr. .assi'tiiac,. s adl,'i, g,.nis'd .siil,

00.1 cost..harsaii hiss' 0.4.3.11 U4hli) slur lilt liii'
said the ios s'rflifleist S cOst-,SIlis liii! eats aal.saa.ins_
ih.' ito, crna;s'ns deisnuai,,.'s iii .aiasouasi th..i , .iai
msaant p..' st en sn.ioth lair ii,a'aIsa.al .'tn-s.'.
lia,' aaos s'sillsia'ail pit th, ,.st I Iii .aisa,u,sit 'liii
Pa' r.-la',s I,) 511111 u,Ut uaI.tPanLs.t .t(IeaiSa.5 ii tin.
Ii,,,' snsasr..san'- oup.as hit .iina,aau,t aif tar tlia'
aissisr.aju,' Ins p.sstl its s.ntiaua ¶ s ,as, ar.' 'liiislal,'.
sails, livabihits s. lions ths' hrst iii SIt.' iaiiaaatia ala
a lut Ii s nal 1,1111, .aiiul s sa.ar 'tpii'nws .4ta ri
sic,, cii iii, ., auioiishhs lissis thu .aun ,as,' ,iias,atli
(lair asp.'nws irs' iiiath s'iiiasaith, tarn still rat ci, a.

.assastjla(' S.,. i.)r'.'t.isu)pai... it t aitir sItar.. ad cost
isSltNl and sour aaut-otpanka-t espt'aaws us'
SII.SIS. ttii. itos a'rliuuls'uit Is ill p..t '42.345 Siiica the
ito, avsau,is.iii'a cab ail.ittaiiat ol iaiauithls tat isiac es
twaase ira t cr' l.,st . s,aai issjshaiil s siuur shi.ar.' iii
(last Is t.'tt laiiila '45811 ,macaisna' ii,.,, 1*' hitithi
s'asiaaiiihs hat S alas still aiau.,lihs liii's 55 In-i, t 'lair
a tidal ha'sp u.,lis las.di .'%p,'lis.'s. .58 alairsitit lisu-
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pstabzatsoaa. In that case -ou may base to reserse
this program (or taInt the medic-al world calls
'caat&astrothiC illnesses" and use medical usur
.ariceandpewateageiacirs to help you with fegis'
Ia, a'spenies

You are legally liable ii ou lie about sour
bn.ances. There are occasional audits ofstate .usd

cowits recórdt, as well as of iiadi.Mual Lies.

Th. referral service piovided by the welfare
department's soc4 arts ices division tsaR be iii.
sialuable. for that department bias much inform.a'
tion that can help you Laid assistance with either
soother gsernment Igency ãa private one.
This roles 1 service is provided es.n it .Ou

dons qualds for 'deducaid.

Crippled Children'. Servicer

All stales have programs assisting chiIahEes with
disabling cdnditlons (including biuih defects. ac
cidental dita, ad chronic disease.)
Whereas the title ofth,prograas may vary from
state so state, it is often called either Crippled
Children's Senaces or siàsply Children's S.,'
sscès Since the (us a. providedby biathstatC
and local governments. the beneLts can vary not
coup (roan state to stale but alsO (rOast county to
county. programs are usually run by the
dep.artmest at health or stelfare.

'assistance aasualis pistils4 wilhout pi..f as

Lnasc.al eligibilits includes ptasacal and occu
Ii.a2aousil iherapt. s,hsch Ire often ad.nusmstcred
through the ,choohs bee of cn.a - rge lXagnostsc
ts'stsaag as usually paid (or only tlit doctor's auth?
rizaliohs is recessed Injure testssag is done. TI is
is sshs too shuaskl ,ippI (or assistance as sooti
you thimik thcro ssuy baa iwoblem and not ts.ia.
until a,,se as ali.sutnosa'd, OlSen in an 'nwr*t'aE't.
c-oser.age cast began train the time phase autho'
rsz.atmoti ,s git ebs sour doitor, stitlt the iusde,.
sl.andiog that too stall complete ant necesiart'
paperstork as sooas as portable.

.%s,htauce based upon eligibility asâltcn as iii'
,sble Si, asudalle-is,conie (.auiulses st-Ito do not qu.sl-

afs fair Medicaid. O.'hia'oalisui upon tour hinaucsst
stataa%. cashes sour a l,ilal qsasuhahi.s for Ire.' sirs wi's

or tous lust sssssamuw a sluis' ial cost. Olsen ssiiil

Zn

of the tre.atsnenis prescribed by a phtiacian are
covered, intlaihiuig doctors' visits. testing, hospi'
talazation. and orthopedic equipment.

Souse States provide this assistance catty on $
loan bail. tshiàh means that you will base to
:ep.&. the anunet 05cr time.

Progràuu for use
Decelcpaasasslallp Disabled

Stoat slates 1iroaidc assistance (o, the develop-
meniaally disabled, aiding children with neujo-
logical problems tnw'ntal arid mótor clused by
birth-defects, illness,, or accideiti .Slthoug*s
these programs can be run bytho departments
of health. wetfüC.or sâcial seraices, there also
are private, nonpiolt agEncies cOntracnng with
the state I cc funds to provide suet. senices. Your
countyhe.alth or welfare depasttment should be
able to sell you if ssiy such igencies rain in your
Male Such an agency will often Liii help you
determine if >our child ineligible for other pub-
lic funding Ii not, It rainy help you pu,chssssr
vices such as diagnostic testhn& appropsi
schooling, day care, and sometsmes earn home.
maker sers%'rs atuels as ckaniisij and cooliiaaj
Such assistance is provided particulas1 if ii wall

help m.aintain the child Ct home or in the cram.
musuty rasher than in -n anMstutiOnal setting

Since an indasidoal .sgencs snas kite ,orne
treedotn in deridane host to alltic.ue Sal iuiidr, at

mat be up to toss to sndai,sae tour nero add to
conssnce people Slut tou, child indeed repor.
sents .a sso,th, cause Such ple.idanat cannot L.
based lust I5OIi (cchiiis hut nssist be s,abttaas'
ss.ssed by facts. Fair et.asnpk'. at too can Lad out
hots s,,uch it O.nulal cost She state to iiis*itulaaa,al'
sit'schalal ssi a st,uc hatilits lair one teti said Iln'n
e'stian.ats' tins, snuah to.,. ss-otskl steed to get
,'t;uuuth help to ,allaits .oust ,haltl to remain it
houna. susu could show th,at it stould lie far
cheaper (or the stile pistil sslti,iuht'Is the tat.
p.iseru to .ajs145 stith Isome care than to snstslsi'
tionitan' '4Our s-hskL

Ssspplente,staI Security Iiucotne

h)as.aiihcal units saltsals ss ith I,ial.' air ii., sals'u,ne ad
shear i,t is alias asi.alah lair .'.aaiplesaaciitaI Seca.arst:
lawn,,,,' I laos.', ar. 111115-is saaiar -hiltl isO,.'f IN or
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232 MEETING THE NEEDS OF THE WIIOLE FAMILY
does not lit eat home, )our whole fanioly income
is considered. So whereas this program may well
aid your child when he or she gels older. it may
not do so now-But check ors present ehmbiloty
requirementi, because these. are constantly
changing

Social Security

Whin a parent on Social Seemly does or retires:
his or her set nett disabled chill will recent*
Sonal Seciiptt payments until the age of 18. The
amount is determined by how much the pa.
Indio paid in. .After age-18 the Moodily pay
ments continue if the child's condition preterits
"substantial gainful work."

Bessefits to Children of Veterans

Them are programs aiding children ofveterans
oho meat least Sal percent disabled °, who hate
deed Is a result of military service. Call your
nearest Veterans Admanistratiois office for de
tails.

Till -19 Federal Deeming Waiver (Model
Waiter far. Disabled Children) enables a dm
abledehold to receive assistance Croon Nledwaid
andSupplemental Security Income even thoUgh
he or she would not qualify under the regular
federal regulation's. .n4 ifg child to reeene
such a waiter was Katie Becket, a tentolatof
dependent chakt who was. hospitalized since
birth Iles' parenis, appetiong..first to elected
state oilkials and later to President fleag.m.
new Muth- granted a waiter of fegUL111011$ sit
that their child %Mild get the necessary fin.litet.41
assistance for home care froth Nleoltapi Pill Sup
plniristAl Security 1111C0111e. 1)o cited. to see it
tour gale got tinniest. lull pAcsed
pc ttttt num Title-19 Feder41 1)eeming %VA's ers
II it bas out. ens 011iaite y flair clecttA states' cepre.
wistAtis e todo so. for esen d y oar don't need such
assurance, some lithe, lamas might.

SI !MI (:.% L I NS1:11A NC:E

It $41 C.11110l 1111d:ennIlith time 'rat Assist.
Awe 10 pat for inedic.il care. middle Int/111e

families in particular should nett consider me
cal insurance.

Thiiii another complicated 1naUer fur the lay
person. for a variety of plans are mailable from
many different insurance companies Basocally,

_medical insurance operates on the principle of
"spread the risk.- meaning that if esery nose pays
is small amount to a central fund. the few who
need a large amount of assistance can be aided.

Benefits tail Areatly Ceippallt the more you
pas on. the stre:tter the cos erAce Most plans
cotes' two imnin .ireas

The basic plan cot ers the Muller medical ex.
.-senses. such as dugnosue testing. X rats, lab
w or k..ond medical ion I latiei er. there is usually
an upper 11111111.`er 11111t;$1 Of per year.

Majoriedicai"coters most costs not cohered
by-a basic 'plan. -Slatiormedocal often requires
C)4/ to pay a 'deductible.- like the kit EMI of

niedical ,expinses per individual per calendar
year. after which the insurance company usually
pays 80 peicent of the expenses: Sometimes
there is a7stosi-loss clause"- after a large amount,
let us say sumo( expenses ir.curred in a calm-
don year. the comp.uss Will pay DM peicent of all
subsequent clams M that tear. t.'sualh' there is
a lifetime maximum of benefits to be paid to one
nolo phial of about 32N1.1100 If your child is
about to reach his or her lifetime maximum.
there etas be other watt to get financing pee
pastes 239-2411.

1:\ClUtiellio are those items that the Mot stall
not d mar. tuck pre% votive medicine. annual
plot sir.rb, coltp.stient care. rehabilitation. outer-
ants benehts. beams/ Aids. glasses. ann -sorie-
timgs inemissing a iodations. which .are inctitc.d
conditions esistimi I we the pokes holde. took
out the insurance io e tore you read the Mull
poor of s plan and go ot er it suds the Ik`f
sun ...pollute snri Ill the insurance program If
your child has a medical problem. he cure that
the dun turtades preenctina erstadtttoas Ihr all
jainsly ins athert from the day' the policy is taken
out. for otherwise the child will not be cot ered.
.111 AdditionAl children should be cot ered Isom
the moment of birth oft!' no 39-dAy writing Pc'
nod t nett bairn 1111,101 needing mitten air

Paying for the Medical Help You Need

other expense e medical case in the fast month
cast run up a sery high bill 1 Although the exclos-
woos pros .de general gunk:lines. you may try to
get the medical net sew board of the company to
consider special nets once you are insured.

Group Insurance

Group insurance ialmost always a better buy
than private Insurance because lower psemulais
can be offered to a grosii ref audit duals, such as
the emplmees of a Bun or a college or members
of a professional assocution.

Some emplin errata a choice of programs. If
sou have a choice, the person enrolling em-
ployees for insurance should be knowledgeable
And able to ads ise you as to the comparator
virtues of the plains. If your child has problems,
you are almost always better off taking the high.
est amount of coverage possible. The two most
common options are oi basic plan with major-
medical and a health maintenance organisation
11D10).

The basic plan and raajorsnedical have lust
been discussed. !ism hate a choice of insurance
companies, check the besoeits to see which plan
will gave the best coverage for the Mies of ex-
penses your child usually incurs.

A health maintenance organisation as sit.i...te up
of a group of doctors, usually an one chum, Phi:
emphasize pro come care and early. detection
and treatment of problems for the employees of
one cowpony You are hunted to the doctors at
the clinic unless you hate to be referred to an
outside specialist

Since the roomful's is on pre. must e atedicone.
cos erAge is avAilAble fin items often not cos cod
In regular insurance plans such as stellbaby
Care. intmunizatiotis. periodsc checkups, and
sight and beams* esammanons Whole some as-
penws are cot sped 11)11 torment with no deduct-
ible. You often hate cola) mesa ta portion you
must pays on %minus things such as dice visits,
prescriptions. elective procedures ouch as fain-
tly pia go, or treatment of mental or nett ous
conolttiU116

%OW IINIOs request that you pat. the cop.a.
meat before recent mg sett ices. winch simplifies
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sour paperwork. Such-a plan may cost 10-18
percent more !Wit a regular policy, but of,your
child has high medical expenses the additional
coverage will probably offset this cost.

The main disadvantage of a health,mainte-
nance organization is that sou are limited to the
doctors in the program: If you have a choice of
health maintenance organuations. check which
dodos are Smolt ed in Muck program. hi your
child is being seen by a nonaffiliated doe-
tor pub whom You hate a good working reta
tionshop. you may hate to consider whether
peened coverage is worth changing doctors.

Pteexisting maiden% are often- covered in
group insurance If soot child hiss precutting
condition so you cannot Insure him or her 'pre
vastly. or Only at %my high ptenPums. 108 malt
consider changing emplm to- fusd aitoup
plan that would gave you the insurance cot nage
you needAlsis may sound extreme, but if your-
child has extensive needs you may find that
where you live, where yOu walk. and what hours
you work will all be inNuenced by your chsK

If your insurance anus preexisting condi.
dom. net ei take a lease of absence or quit that
job until you hate another polies that Poll cot ear
your child.

If your emplos er offers a variety of programs.
preexisting conditions will Usually. be tinned
onh if ye:Mtge out the insurance at the time of
your imtiah enrollment or if you Chaime policies
during she annual -own enrollment period."
which is ustsally one month of the sear. If you
change plans at ant other tulle, the coinpant can
demand At*, areal and t bus e %elude persons nods
preexisting conditions The only-tune you can
add a person with preexisting conditious to )our
policy' during the led ul the tear nil that person
loses cot erase frosts another compant For elan
ple, of parents get lit tweed and the empioser of
the parent w ith woods ogress a group stput.Poce
policy that voters ince ttttt na conditions at the
time 01 enrollment. that parent can enroll the
child at any time and get the benefits

Private Insurance

The cost of pin ate insurance is high. II sou Are
tvecilic.silv tiling to Insure .1 child with precast-

6'
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mg casistic's. it is often astronomically high. If
sou cannot get-gtoup connate and think you
need insurance. make sure yois hate all the tele.
tam information before taking out a- policy.

Fond a reputable. eapeeinires1 agent who Sells
medical ossuraoce end has access's! a Variety of
pliers Agam recommendations from friends or
effitev persons knots ledgeable shimt the fondue
helpful if you are (tweed to tuns to the yellow
pages. try to find a km that advertises that ot has
been acsite beans (or many snots Then call and
ask to speak lathe Owner:the manager. or the
head salesperson for-medical insurance. Do not
settle for less -You want an nopeiienced agent so
when :ou describe sour situation he or she will
hi ableto ask sin additional questions to deter
inane sour needs It, helpi if you ask the agent
speak girt *ions about whether the insurance
Plan coins medical eapenies you tink sour
chid might incur The preceding pageant med.
seal insurance should give you idenaisout ques
hoes to Aisne 11f the agent seems unable to an.
son sour questions readily with detailed
know ledge Of the actual coverage of the plan. he
as she swat sell > Ou ass anapprePriatepOlicy. If ors
doubt, call another 'agent to discuss >our utua
host If > our child beau:Menai needs and no agent
can imsdactonly answer your questions. call it ol.
,Iecto the national 'Offices of a few insurance cons
poises sad lesions your problem with people
writ s crud in nwdscal insurance. Make sure you
'nesse ant policy esplanitiOni in online.

%IA corder firtm o oh whom you hat e uo per.
coon contact hate limitations precisely became
it oddrseull for sou to know what sou need %soh.
rim tallow to an sitlornied.werit 41s,. s our local
tarns is tour admeate to case there is a claim
problem 11se rteept Mit here mat be plans oafs
homed cowl/Jae. torte AS those amour. sat, a

nil et eit week sou :ate hospital.
fled If von t. hats our chthi a ill be hospital.

, wed -for NIA twat sleeks men sear. '.nu might
want to take out such a polo.% in addition to your
tegular one 60 44114 protection

Consider the not. It sour medical espentes
are el11110 In hr sets high, if the cost of (wit ate
111S111.4114 e so ASO 501115 to Il trn high. mut
awn Income it milt moderate. you h.sti Wet`

choices. Consider carefulls the financials Mises
of each.

I Roo the insurance.
Chmore sobs so sou ion met poises that will mer
the mensome condoms's of siSur dependents.

3. Dons Inn unulance and 'ono* silt on *mein
insist pentium. such as Meitmod old s oui state%
Chiletren's Sat ices. awonemed by the help mu
can set bons prone meioses

Gating Site Moat out
of Your Insurance Policy

Simply being insured is not enough. You have to
learn how to use the policy:Since set' May hat e
many and frequent . sometimes for ex-
traordinary items. consider the following.

Withh payMent of the Medind bill until
you receive insurance payment if you are on a
tight budget. If you explain your Mumma, sous
tfon to our doctor. he or she may let you with.
hold All or Part of your Payment until you are
reimbursed by the insurance company. The
monthi, statements from the,phssocian's office
will remind you to Ilk your ckiiins regularly nod
will draw tour attention to any slow processing
of your claim. Legally, you base to make only a
small payment eters. month sat little as SI) to
keep the bill collector at bay

Work directive with.one particular chums-n
aminet.If>oftutamanscl.sim s. t ins should deal
onto a person oho looms sour child's problems
and who has the authority to help you. If sour
clouts are not processed loc.slls. sou Call If) to
61111 11144 .oppf01111411. person In- snail. but II is

Its lasfre Alld raiser so Call the super% low 01
clams toe sou .ne.s and discuss sour *mutton.
-Place a sonic( call to Ili Insurance cognisant.
datum that sots are .1 customer. Your call still
either he accepted or you still be asked for your
number for a return call on thew line If this lads.
dial direct. since that is cheapest

when too reach a knowledgeable po:rson. et-
plain tour priblent and ad. If us the More sots
mat tend suui claims threats to Ions or her. If
so. the 4.411111141 will gel to know floe special
pcoblems mut sour Child and be able to orate

Paying for the Medical Help You Need

strutttunt on >our child's chart and notes' the
relevai t. inforinaoo into the computer. thus
penis facolitating the softening of four claims.

If sloe company is slow in paying or rejects a
C141111. >sw CAll then call this individual and ask
for help. Ile sure to keep notes on telephone
Cons newsiness about >our child's claims, include
ing the dates agents. and decisions reached

Submit claim forms methodically. It sates
tins,' And dint of you ask all Yendors of medical
services to submit bills directly to the insurance
company for you. Bowes et, many will ask you to
pay and then submit your claim form to the In'
SWAIMe company. foe reimbursement. line a
separate -Clams Submitted.' folder foe-each
member of the family.

Fill out claim forms carefully. It is better to
mewl... few noir.' 'anodes to do so than to base
the onsuraoce_company withhold payment be-
cause it needs additimial information.

take time sou fill m /yeti blank in the loins
Make sure the 10M1 a suboutoed no the elmourit's
full name. Eni rumple. or your chold's name is
Ikhlda Elstabeth. she mar be know* in sour coin-
sinuous as lien). but the insurance compass
puler oil soolublv-fecopute doom- onl, fur
DeWitt Ilitabeih !Moth.

nut abliret tlle iM)thill11 YOU 5,1411.611e..emp4en.
Ise *emoted in wrote 51.5101111VICUladtarophs or
13' let cerebral subs. If !hewn*. dumb eumunet
does tut alNatt linnets %nue claism.the formulas

resimut: to sou lit further information

Male a cops of every claim form and bill you
submit. If sour Gums are numbted and you Ate

C.411M111 papal uo am idea form for sour
°nil cops . be -toe to orste in the number of the
original 4'141111 4111- MU( copy. Iluoeser. some
computers Host .1%%1101 a neu number to a claim
form alien it Is 'invested. rendering thai mitts
nal nuMber useless to sal and them. Your cup)
us unpo.tiant protection against loss of the 4111$1
1141111 1 he Mail or bs the insurance company; Yon
still sweil.it for sour own reference when you
rect.stl.

Mark the eloper corner of your copy with the
initial of. she cites' family inein:wr. numbering
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that person's CIAIII1S consecutis ely Your dough
ter Ilelintla Elizabeth's eleventh Clain foe the
year would be nooinbeesol II:II. In this oay you
Can easily keep trac&".of any bills that see being
held up. When.y our folders ME Omie numbers
are easier to icier to than the dates of the bilk'
submission. If. for e sample. mimic that 11.3 has
mu liens paid but all others through 1110 hate
beeklaR your insur.once supervisor collect and
impure about 11.3. Sometimes claims get lost, in
which case you will hate to resubmit. Since you
hate a copy of the chum -and the bolls, this will
not be difficult. Remember. you must *Nays re-
tain a copy so )011 can refer to or resubmit the
information if necessary.

Keep a list of prescription numbers wills
names of the drugs in sourlokkr. Often your
receipts will list only the number of the ptesctip
tits; hoo ever. the insurance company wants the
drug's triune. If you buy at cooly one pharmacy
and have a Charge account there, >our complete
monthly statement -scould onclude all prescrip-
tions filled. If the statement lists only the pre-
scription number. phone the pharmacist and
add any new drugs mill their numbers to your
mister list. Thou record wok greatly assist your
record keeping

Omit dodos too moos, diecrent kinds of items
inn one kiln. If foie stem Is relected. usually the
processuist sit the Mode form it 4ICIA)Ctl. Even
though the form is stoutest into two 'um. such
As health Care sets ICIN Mid lwescespiioth. lull in
oil one pan. Although sou still end up with
snore pieces of paper thou nay. In limiting how
much yon submit un each font, sou is dl ulti
match simphis and eip eddt. the processing of
your claims.

Recording Claims Payments

Submitting a Bann Is old% !tort ot the task. Keep
mg track of the payments 1t 4.4111411) important.

Mart a "Claims l'aid" folder for each family
member. When s sus resets,. a payment. you will
also receive sittutniation on Imo the claim was
handled. open called the Tilton to the Sub.



MEETiNG TIlE EF.DS OF mi: WhOLE F%$ILr Taim (seth. Madical lkhp s*s Ud *31ii sine she claim number corresponds to the
number on oui oriqlssal claim.His doesnot. she
tsw.puSe, snap be aaiçIsn Its onn numbers. so
check endsr. dM.,-..sd cost.

Mosk she report kern *sssh 'ou, code. u.
$41 aid tsapl ike e.pnn kim so oue copy o(
she esr.aI claim

ksdscas. en Ike sport kin eucsI *hal ou
dsI4ish.n Fó.nampk.,4ouwns sheinsu,.
ai.ectwcI d.,etls to IheplissianLsborato,,
is i4h5 sindor. isose dii;. inchudus1 the.a.nouns
al the ihserL she 'eisdor. and she dasem, ,thkh
osiwIsi it U iii iflWfneecoseis.sa*.ls4bper.

c- .4 she cost and olunsa,y health ..enct
hI; Mseed to pay the oussiandin; it) percent,
uead the a*snc* acup, of she "Report to she
Subscflbe, u,Ih IeUe i(stefat.fl; she p.s.
mrs alsesinens )*ts1us.l) reached and thank
m skim iii ad anile, she,, assutanCe. Thi;
lester should then bipked an. special Lie for
thot ca,nc,

?hi she .w.RI4sl claim. bill. and "Report to
Ssàscr,ber." aM -Mapkd Soleshe,. in oue

c aarua"fo4d.r
Kow rta climb that doe. not correspond so

th. sisal of any smite suhinited claim,she insist.
Iscumpias sliaS 151*4 humped ,temssdd.ie,.

ant claus,, Io*.she, So try so .dd some. stem*
lions assorts., unpaid stasis so the one ind.vatrd
b Ike p.mrns number 1oe may need so .ssld
up wnerl ,hIeusit stems so unsaid she sni,
$fl h4LW$UW!Si5I5;m.Ubep.ad Ilt$percens.
sIs.ls.utkrss mill heiose,.dunts *lpe,cs'ni. w

,masaas tsasetesn tokua.oui mtsschssesns,u..
lulls cos,,s.I md tshwh nob paits.ilh ..snd
uusst.e ern sshwh sine sehsa.d, If sueate
balIkd aid taut wilt the msster sll *.sur
daii*t cunine,

Que.sinsabl, and Rejected (:d1,.
S,rjsn has hub stash ic'ect..j lasisit 1 I.e pnai.
()Ill is rwsr, tn tale 154) S,af an aunts.', ii .ini
thank tiva ilasass is taint, ls.us .1 i,ur stialal

tome ,sssusu.al asenn. ne sltoasid irs so get
the msunnce cusnpaiis so pat toi skein U SOU
mom u.n 'no ersiufls subtni the cLu,n sIsal
asS stain USa. 1101 laO, I'S r,d. .itI,ith a li'iti'i I,.in
lanai jsltss.CIMI iiIic.iti,isi ntis she siens as isal

Pr'

(01 %55I ChuMs SSWSh4Cal Care U ou nejIrt to
send thhcosc, less,', assd iauwnt for the itsustis teCk'd.id %451fl doctor ii) Strati' a suppori
l.tter and iend .550 the wps'nasor. rcquestin,
515.55 )'oue claim be formu,nk'd sash 5151, kiter to
she cuanpsnts medical iesww-hssatd, sshkh
considers sanutual daunt Sisaci' it is ahsá)s ds*.
cuhtlo pet people Ii, change Shear sisiask once
they 154*4 iaul an.. sits he's to slippit .11 coats usc.
Imp Information shess sin a'ssràoq.liiurv cbiñ* is
k's Utsn.ised

i.s,r,',sei at Iwosstila' %
dasctucs icr. huts people. sh,.s do inst
siDle ha3iI. Inforniatite k'ue-,. Therefore toe
ins) be able so work out an a,rannca,scns wish
your doctur whereby ioss pros isle a Itss of salteni
points. or ou siue eseit drati .s k'tti'g sIsJs %Ou
ducto can then eahi .sasd hate retipad on hat or
he, tetterhead TIns, not heamp tb's out lbsher
you arE stint oue doctor slow' and ensuring
ibis she orqui'st tsas*he bess porsahua. ch.suce of
being honored she best time )Ou snake it.

A questionable stern is so.neshusg not comrn
monly sued foe medical purposes, suds a. a
whirlpool both. or sosneihsssp not purchased
from a egsa*ar medical trawler. such ,ss clean.
tnt suuasvnifor *swdscal equqi.ssins U son can
srse 5h,. u.s .eed the ateisi tar ssw.hv.tt 5iisr'
poses. ,ai .i .on san aLes ii hsa..spa' (ruin a
nnus,wo.iat oaarra. she -ansurjaw, assanp.aln
Inst is for st

%l.U?iT.%Mh IIE.%C III .u;ENCIES
ttt'f Intl Isas. dhsoii're,I islasets ian

Is. ,lel,.ssed I sOit s'rsI,iIa,ass .secassi.s ausd mcii,.
t'JI alissirasKe. II )uil Still lust' asisare iaii'daval v.
pa'nses tIit* *00 555 p.u-taits,;t'15'. t'ois*sah, teal'
asais.ars $.e.slih .astc,sc,,... Ihs.'i. .sra. anI.alslsshsi'd its
lsa'b, audit ulu,sl, it ash .IkMul i*.*ils: 5hs,' t .us

ns ssls.st tin's en, .sital nh,aI sts.' .sr,' sss'l'

lull so prosule Siisce their help can lie us;.iks.
.sht', st, houtd issdeeal Is. sraua'Itsl so sI',ss, blast
an casi' .o,s has e sh..' sssspI.'sssnss slut they

ssusspls
5(551' J5iJ% 55W554'). 'ois shouikl Is. atsari' ad' host
shes (asssctsoas.

,ttisaissgts $sa'stpla' stisuking Ii, nluist,s,. hse.slsls
..sO'Ises,'% tassulhs s:,'iiii,sia'ht akin. Its.Ii lbs's

ma' not underssattd sour economic strait;. Alan,
goce these agencies waik sery hard to rasise
their money, they are usually very c.utiout
about how It Is spent. Persons I. charge ci fund
,slhix'atissO so. held accountb4e foe how they
spes.J that money. They kive budgets aid book.
keeping procedus so lolluw' thai do not allow
for ma*iaawn Mesalsdht'. Also. isnsetitnes ais
agency still wait so show the public that It is
indeed he ne*dyindisid*h.toIt sssill,utis
public ieice projects, such as supplaing a tail
tan for the disabled, because this penerates
much snore pubhicst said communIty support
thass provIding cethopedsc shoes. This Is not to
say that one item Is more impcdaatt shout an'
other b* Is indicate that It IisomcthnesdicuM
to get help for direct werices sauistasscc gwen
directly to apecik persons foe their indhidssaI
medical noedsi.

Souse agencies are a jo'so work wliha others
can be eas,esnely dscult. li,swtter, an ency
is established to aid needy Individuals, *nd yosa
can peovid* it with th. opporsunaty to assist.

Discnusslag which igpaclss can kelp you is
not always easy. $egin by contacting all agencies
that .uight he even remotely Imterrsted Si your
cb4J'spcublesn ,4Mgeneiespqovideavacietyu(
infuran.ssteli,I*1S ices. iitckadlst$ advice about
other sIussapr that snaybeablas to help you. While
sense agencies provide direct LssssncisI astiit.
aisce. is is usually only for certain Items sic set.
s ira's. I'.eidoce )nis may come to rael' on is nun
ber at' orii.anjlaIiOns for dilcreast wrvsccs and

1(wstlassg.

(onsasclhsg the agency is the nt slop scsi ad
receis isig .st'sstaflCa'. Sousesisns's a doctor as. so'
ei.sl stshi'r st ill order iso to an .ageatcy. t),dastji
its ass State to male consact yuisrseil. ttsu.alis it
is hiss las 5kdsaw the .sgeiscs' List to we slit
can sssdt'eal help stub sast ehslds steeds. 'ii some
p0*1st. personal contact anti's be a'itablhhcd.
Sossietissw$ its sacut worker will an.ahseaa hoose
sins. in which c.se it .smuch easier lou uts to
show lsisno(hwr asur Its log sssu.stiuti. your chskl.
and sasisr chalil's auwdical needs. U no u.s. troals
sit .asti'IK't sssss*t tascaiflO to you. try to t.tka' tutU

chsslal to she .sgi'ssCt ii Ia'.,s us tha' 5iersssasss"I

Will knew you both and base a belt., under'
'sanding of sshs o.s are making your request.

Ilissnelal steed is uastaally the criterion (or as
s.siasmceWhik * (cit egencirt will pay lot any
"uand.asd" liens fur someone with t15 Jeaig.
sst4 disalsilal) ast silusesa. regardless at your
Ltuaictal sseid 'fur esaniple: the stau*Cuiar Dta.
trophy .sisoclatuon s.f Aistedcas wall lsma whirl.
cha4rs, most lsgeflCst$ will want so assess osai
Lnancsal sisu.atsual. his ass ahiola you hase a logiti'
sss.ae steed, it at anur resps'sssssb.lity to prove 15.
Often you *stll lute to Ill nut a standard form
that ssu not clearly depict oui hnasicial satsaai'
tins. Su feet free so add aasy information you
thank is ,.kaans.

The actual seqssest is your oppolsilnat% iccous.
sissce an agency that your need is reasonable.
Slsscc agencies assist respond so written corn'
spcmasdence. even 4 you discuss the matter b
phone, make every request In wntit,g atvped 11
po.iblei. clearly and concisely st.ts.g your
chsild medical need and b.cicMsg up oue is.
queMwlIhawVstteiI*esCtiPtiOS%01 abotet from
your doctor. .%gain. since not esers. doctor has
the tsssV or interest tO stilt.' as complet. a letter
a,vossnsight dense. >oe stilt be sksitrsg both anus'
sell .sanl she alsctor a fat as he is rising down all
this' ,elanant da'taihi and coiseyiig thsii to your
doctor lit prutss or by mail, or at least dictating
she snhorin,atioss to IsIs or hct secretar" over the
phoise. ,ts ausi'nssossed lactose. )ous sIoioi anay
nail issind ti so., duds a letser for etttsng.-Ke'
ssessslscr. a gcod lest, assay cons ace lbs .igc'ncy
to halt, )015.

(asusual requests still ,us,e if usisi chakl has
cisraor,Iiss.' aica'ds Etaunisk's vi such ,i'qucisl.
which sstust Is., .tstssstnssigty ,as.nk' ml 5ss5,twsiI It
50 tisll'stt Sail ansi) three 111.4111 t'.als'gU(k'i:

Pears ruuilsa'lsi .'r fun4WaNuiV sVn liii I'51 5155sf'
aSa. V ai.IIuSisNWL SlIck is I,r,,msai aida au ,silhaspl"
alac thus's. air ua'a.hits paid Sr at puts ciii Sisal an

.aIlia'iiia( itsi'lf 5', 5w51405 555th isiS
sscuta, ,I,.th,,ui' .ini awed Ikusrief. .h.re ira
a,iSs.i sleasis sit, as a sshulpo4 tiath. stbick Me
ra'aiaaeiu,'at iitarnas.'ssi5s and II ,sts.chttses.rdscal
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MEETING THE NEEDS

nerd Could be considetea questionable In this
caw. if you can eras ince she Insurance Company
Is pas- Ne Futon see page 236s. AIWA' agency
am wee le pas the rensauung 20 percent.
bean no !nit net pod fir Irspre cats be Submos
led U son needs unsque:wass, perlseps
made especodli laic Sou Iss" a wonasedscal Pelson.
yen' aim he able to:Columns a local anew, to pat
for these.
C.N. M 00111110,4100/ and WWI, 4 mingiaseat
mos lie tossed b %%honer pant for a ongsnek
Said she mummer canspani paled Wrier/ens of the
pastime_ Once pave of eia4ipment and ass

.apenei,pisd =g percent. you can uric -to get the
-cafe split lea mansenance and rival. 1'(111 Can
ptoiabts cons Mee the insurance iompanyAnd she
Meal Mesas that the snatmenance and repass
equiPment %Ma child uses remdailv are ongoing
scats and at ss cheaper to help wish this than to
ifplaca the anomnsent

Illektincsise requests-,are disliked by most
agennet because their" cannot easefully anaisze
whethet the request ss justified. In addition. an

tegeney may feel ptessired to priOscle financsal
asastarnce fOr 866 item a family has already pus.

(rai(-raised and doesn't feel it can pas- for itself. Ansed

read% prefers that you hose -prior meth-
authorisation for -all, expenditures and that

tha,teqiiests pinked soften at a snail's pares
ihtougli, the appropriate channels Unfortu
nor ell . yew are not alo ads able to percene needs
its ads ante For esampk, inan emergency. sou
need additional equipment immediately. not
three Weeks later after' the appropriate commit-
tee has met and the board has inset, -...11Pro% al

,Sometimes equipment can be rented. with the
, Salt month's rent deducted from she purchase

price This goes slut VI Iloilo find the moues'
other caws ititmnat be% e tu how the semis and

-thin semi the Lilamitati.proiess 01 hulling some.
aow to fiat tor II

, Special funds anal be 'sea:Infiniti% au agency
; of inn are consant's t tuning up nosh unusual
tegtiests:;often of reirturtsi' nature With
'strong support (runs sour phi WW1. %nu may be
able 16 work-out au 41044.1111.111 wash an agents
to set up %pet sal fund anon ing certatet
amount n$ mimes per sear Inr sour l'111111% care
:ibis was 1011 0111 1101 Is.111 to send in .1 Olio-

OF THE WHOLE

cisn's support letter for es cry !Nitro Such a
hind could cotes any amount ,not co% ered 1w
our insurance to hile it is. of course. understoxl

thaLonly a certain sum is a% affialdro Pas mem
will Probable be 11044e `the chants direct!) to
the tends' upein-receija of the lull from SOU.
without your needing to establish thelegitintiacy
of each item. This arrangement-uses time and
ants for your donor, the arctic% and you.

Refusals ale not uncinninun. Devil's sour
carefully planned efforts, s uu mat haul that get
ting an agenmto part with its money is sery,
very difficult.

If you get an ed about the refusals suit are-
SUM to encounter, it is hard on sou and %
family and this wont help establish a ItO011 k-
ing relationship wirh the agencies whose 4SS01
ante sou really need Keep smiling. and remain
determined and persuassii Polite mustence
can work wonders.

Keeping records is vital is hen sou are success-
ful an getting assistance (ruin agencies. Herm by
starting a folder for each`agencs and keeping in
it a cam bon or photocopy' of any correspondence
or bills subnutted to Iliil afienc%, using a num .
berme worm with insurance. %%here III-CP
would indicate the lint claim to the United t
reheat Pai Assnciatinn for..slur slaughter
Belinda Elizalwth lur that :ear. Ako add to sour
folder any notes of telephone con% emotions
Keep careful track of bills submitted awl bills
paid:espcially if the atones pass 4 coition tit
relY for sets ices for who h gnu hate been
haled C omputersoftengetsen cunlincil as lieu
411 41(CISC, Oehler than the indeadual. wink
manes and doens t (leads indicate %sho
count should he credited

Cite thanks liar .11.;_ludp tett:wed holm .111
411111C% 11'S a good idea to singe ilmids ins le:
ten 'keeping copies in the Jelin s e
correspondence is often read Aboard meetings.
.1 Carefully drafted letter will help latent me
bets better undersold the needs of milli 'dual,
such a s s our child Es en if ) ott ba% v had es t reute
difficulty 1n -getting help trims particular
agent.% sou should still be polite to by% e the
##### most ellen. Factual intormittim such as the

Paying foe the Medical help You Need

date of the request and the final date of assist.
ante !recited will indicate an excessnely slow
pace sslthoui potato:4 this out t!peatheally.

Official complaints are sometimes' necessary
If sou think that an agent) is minium a partie
1.1S1 absnnal show and that the iseeds of other
-clublrets are not being met either, complain If
only yew! requests are being turned down, try to
figure 4t11 why.

Cannplaints can be lodged with whoeyei is
next up the line in the agency from the person
with whom you tut experiencing difficulty. If a
commit ice resiewing sour request motes very
slimly. contact the director. If the director is
incompetent. contact the chairman of the board.
looever, since incompeince is a serious acne

sation, be sure that it is not just a personality
cunfliat but that the director's brusque aitd rude

r. tardiness in returning phone calls, etc.
make it dilhcuk for many members of the cone
munityto stork with this indwidunl and that the
agency's image is being tarnishediSince you are
trying to hell. PeoPle understand and empathize
With the needy: have factual information to sup-
port any complaint. and proceed ststb,tact. If
you think insulfinent stymies are being spent on
ducat se-nice,, substisitiate your claims wish a
rest ew of the actual espendaures of other note
Inuit Organizations. which must be open in the
public.

litnt can follow up a series of telephone cum-
pianos wash a carefully drafted letter if you re
ills feel the agency is not salving the needs of
the cnannsunity. If you pored tactfully. your
action should not advessely elect your future'
requests foe assistanec. Any responsible board
still 04111 10 know of any serious, unwarranted
difficulties a client encounters.

Recousing Wised member has pros and cons.
Through litard or c ce membership you
eau express gratitude. help others, and learn
how such organizations function. But active par-
tictpation takes time _and energysometimes
nennus energy if 1:-.e agency is poorly run. You
will base to decide if y Oilcan learn enough and
be elfec e c Rh to snake being a board mem-
ber %girths% hile at this time. par ticidar I% if c.
for sour child is %cry ilematuliust
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Interment* meetings can be arranged if your
child has high medical expenses and recesses
'support from Menet egencieS. Your social
worker may coordinate work among agencies.
but you know youi child's needs best and are
therefore often his or her best advocate. If you
think a meeting in you your physician.
and representatives of the agencies that are tor
that'inu would Use to has-et ii solved in your
child's care may be helpful. discuss it with your
doctor, If he or she thinks it is appropriate. lei
your doctor clioose the meeting date sad then

'arrange the meeting sour:elf:unless sou hone a
competent sccial worker to do it for you. You
might try to has e such meetings at your h peso
the people can meet your child and see how he
Of she rises and what he or she needs. Since the
main purpose of such a meeting is to establish
one's financial need, and a Parent can often do
this best. always prePare a comprehensive finan-
cial statement (with'copies for everyone) so each
participant can see how much financial assist
once you need and who is contributing ii which:
areas. A sample statement is shown in figure

Creatice Financing Through Friendly
vet Forceful Pirsuosien

Sometimes. in spite of your best efforts, you may
see snot child's stink-II bills mounting, with no
was to has them .0 that point, you may steed
help (ruin someone in your community or at the
state level who has learned Inns- to develop and
present a comp rehensne plan of an inffividual's

-financial needs to insurance audios government
sal agencies in such a was that Ilse package is
irresistd4e. For esatnple. say a ventilatot-
dependent child who Is hospitalized for 510 no

month could he cared for at home fur about
12,001 a month .end if it placed these fonds
,to an interest - earning account. %whin three

years the interest could pay for any continuing
home care for the child. Who could resist slut?
And if there is no seas to shuw irresistible
lags, then one can still appeal to the finer hue
manitanan qualities in people If, for esample.
y our child has alinust reached his or her lifetime
insurance limit. ih tined-tors of the i tttt toner

6 C
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raying for the Medial Help You Need

co.flpany certainly wouldn't want you child to
go without the health care he or-she needs.
would they? If carefully Presented proposals fall
on deaf ears, it is always poueble to appeal to the
public by getting the media to present your case
to the people after ilia hay* told olficials.in-
volved in providing financing for youi
care that unless some progress can be made by
a certain date you do think the indisiduals in
your community should be made aware ofIthe
Problem. After all; the media ate always looking
for human interest Stories and are happy to help

lndividuak get the services that they truly need.
Some creative doctors and directors of state

children's sere ices have always managed to get
their children the services they need: you can
too.

PLANNING FOR THE FUTURE

Life Insurance
Unless you hate a large extended family or
group of friends who can financially help you in
case of need ,.SsiWider life insurance. if the
premiums are hot too high.

You may want to buy We insurance for both
parents. fOr if sour child retinues a great deal of
nursing care and one parent dies, the other par.
rut will either have to stay home or hire -some-
one to do so white he ix she goes out to Work.

There are both private and group life Muir
slice plans. Croup plans are cheaper and less
likely to have preexistingcoaditiony clauses that
exclude anyone With a known medical problem
of a serious nature. Sometimes there are
moddied preexisting conditions clauses indicat-
ing that the INDUL will fay alter a person has
been enrolled fur a certain length of time. such
AS jar) yeas l'reeiniusgconditios CIA...S are
Meant to present terminally III persons from
minor out large policies right before their
deaths.

Carefully consider if you want to insure the
father mother. or both and shedder 041 can

tttttt dependents. Since man family plans do
not lute preexisting conditions chaises her
dren such insurance could he %Awash._ If tour
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chill has a progressive illness and you buy life
insurance fur him_ or her. you may pay psemiums
for years. But if your child does'die any life.
insurance payments could help offset medical
expenses you incanted.

Wills and Trusts

Every parent should have a tad. 'xis is espe-
c4I1y Ink. for parents of AL ill or disabled child.
Two important factors in tour will will be who
will be your chilsyrenes legal guardian and what
Will happen to %Our estate.

Any will should be deafted by a competent
, at iorney who has experience in this speak type
of estate planning.

A legal guardian is necessary for any Minor.ilf
your son or daughterly noW fumble to care for
hiniself or herself and will probably continue to
be unable to care do so as an adult, it is sitar to.
make Provision (Cr your childs care should both
parents die. To ensure that four child remains its
a family and is not institutionalised. seed a 011ie
friend will agree to be designated as legal guard-,
an of your children And estate. lUsually both of
these responsibilities are delegated to one pert]
unless you have a sere large estate., If you don't
ask your friends If ths v, would be Willing to be_
legal guardmin. your child cuukl byrOMN sward
of the gale alter your death.

If Your child is lasing at home. Y ou amidst want
to snake an agreement with .uusther Lundy. re-
corded in the welly of both that tithe parents in
One family il the other lam will become the
legal guardians of ant- mini% ing (blithers and
take them into its home. If sour child is nut lis
nag at Wie. he or she well will need a legal
guardian until he lir she semi- 01 age.

The inheritance of sour assets is the other far
tor to consoler_ If son du not have a null. ant'
family .assails s ill he 411%111441 410.114 among the
sun it ing chikh.rt. Moses er. d sour disabled
child, either intentionally through your will or
unintentionally through your failure to make a
will. inherits assets has mite a %JIM* in wrens of an
41114 ttttt spcilitil Its the cos ermisem presently:
il.5411li he or Ite sill tool loottwr Is. eligible for
Supplemental Sei'llf11% I IlehMe I las .11111e Pr%



242 MEETING THE NEEDS OF THE WHOLE FAIN'S
important if s our_ Mild is Mt,- :Am seterelt
thsabled,ti the abseike of SSIqualification:it is
often "exttemelv &Scutt to qualsfy totalv of the, . .
other "date and federal Week grooms. The
mallet 'moulded in your bequestor Oh to your
disabled child mai be nuallly in:wariestM meet
his or her needs. but Mine Nadi will have tis be
exhausted toihe, dollailitsidibefote
can be mobilised Thismeans that if snit late
Mu/ 1i.ld anat.. either -Outing* -.Pooch

-planned will oi,through of -planning. sour
child mac hi denied sett kit or stw
would oiherstise beeligible if only the dssability
were Main:Wed 'Therefore catefullt draft your
will so wins, portion Of,situr estate can supple.
mint she goierninent benefits Withoig disquali-

inj into child foe those benefits Thelley to
financial ebgsbility for got Owning benefits is
she. "avadabilitj ". of the funds to 'out child If
the assets are put in a properlywordedtrust for
tour child. he cieshe is not Considered to own
them: rather, the assets in the trust ate used to
suppleinent slier assets owned by the beneke
sty or in Which the beneiciaii may hate some
interest. In other words. it should be clear that
the trust is not *mended to pun s& primary tali;
POsi lot the ill or disabled person The trustee
the per on who manages the amen shouki hate
complete discretion so determine when and

the beneficiary needs ais supplemental Set wes
otsatostams: Pm meats that ate made from the
ttsist go ditietk to the persons who supplygoods
or sers ices to the' beneficiary, A "tpendthrift"
pinatas% should be included in the trust. indicat-
ing that the beneficiary has iso ownership inter-
est whassoeter in themsets placed HS the trust.
You can.shit name someone to term este funds
when sour disabled child no longer needs them,
A prinintin can et enibe included-that would
require a diSitIbUtS011 05 Olt remaining assets in
the trust twa 11011111M1401 Lunh member in the
emitt that the stateboutsittit Mumma agaititt
the trust as refused, tO pun ide henebts to the
disabled beriefi .41,.because of the enstence of
the trust. Vu melt comas pNiT local AUOCia
twin (iii issentallv rectified -protons to get the
nemesis( teputable tocsins who are well %emit
in the pertinent state and federal Lots and who
hate experience in setting up such mats and

Eten if Our child is mu so disabled as to re-
quite, nudist estate planning to ensute any
needed gmeonment serssces. remember that if
you do not set up a trust sour child will receite
his ix her total inheritance upon coming of -age
A 11%t may be-uppoopotate.if sou want to one
Kuul.soov for the allocation .uul use of funds after
tour child conies of age



CHECKLIST OF INFORMATION HELPF6L WHEN APPLYING

'FOR'SSI BENEFITS

1. Birth certifiCate of child

Bank Statementsof -parents (and 'statement of 'child, if he/the
has a bank, account)--Briog the most recent two

3. Statement of savings account of parents (and child, if applicable)--
'Bring most recent one

4. ,Oescription, including value, of any stocks or bonds

-5. Description, including face value,- of insurance policies

6. Record of any wages -earned by either parent (the latest pay stub)

7. EVidenCe Of ownership for a home or other building or dwelling

8. Evidence of ownership of a motor vehicle

9. Any medical reports, school testing reports (with IQ scores)
or any other reports from doctors, psychologists, hospitals, etc.

NOTE; A statement from a physician which says "This person is
disabled" is NOT enough.



1,6

Medical Information

Needed ftr SSI Interview

1. Any special testing done to assess our .condition, where done
and when done.

A. "Speciatesting"timilinelude:,EKG (electradardiOgram),
Chest x-ray,,X-rays'of any other body part, breathing
tests, blood tests, tEG(brain- wave), intelligence or
;periohality-testi or others).

2. The-name, ,address and phone number of.the doctor(s) who has
treated:YoU.sinta your illness began and those who !nye your
most recent Medical reCOrds.

3. The name and address of any hospital or clinic where you have
been treated and when you were, treated there.

4. The- place(s) where you've worked, the approximate dates you
wOrked at-the place and a general descrtption of the-work you
did:

NOTE: This applies orh.to people old enough to liave been
eligible to work.

5. A list of other agencies which may be helping you (County or
State Wel fare, VocatiOnal Rehabilitation, etc.)

6. A 'description-of the way the Impairment or illness limits
activity (does it confine' the person to a wheelchair, bed,
limit activities in any way).

7



Checklist of Information Vel,Nful When Applying for Aid to Dependant
Children (ADC) or Aid to the Aged, Blind & Disabled (AADD)

1. Birth certificates for all family members. If you are pregnant,
you mill need a-doctoreicstatement

verifying the pregnancy and
indieAting an approximate due date.

2. Identification, other than birth certificates, for all family
members (i.e. drivers license, clinic cards, immunization records,report cares, library cards, etc.)

3. Social Security cards for all family members (If you do not have
these,, will help you.apply for thee when you have your initial
interview.)

4. All pay stubs for the last' -Ime months.

5. Verification of any' Other-resources:- Social Security, Veteren's
BenefitspiftrkmiOs

COMpensation,-Unelployment Compensation; Rail-road'Retirement, Indian Lease lands Alimony, Cbild Support, SavingsBonds, Stocks, Property Tax Statements, Motor Vehicle Registration
etc. (Either the letter, or doeueent, or a 00y-of ehebk_received.)

6. Most recent- checking and/or savingt account statements.

7. Bring in eli health and, life insurance policies (description and facevalue) for all family members.

8. .Rent or manage payment verification.

9. Current utility billi or receipts.

10. Marriage and/or-divorce-verification. (License or. decree.)

11. Information on all absent or deceased ,paren'ts of children (i.e. SocialSecurity nuMbertaddreis, employer etc.) For ADC you must prove thefather' is not in the home, by statement from landlord, neighbors,etc.

All information given will be hele in strict confidence.
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MEDICALLY HANDICAPPED CHILDREN'S PROGRAM (MRCP)

NEBRASKA DEPARTMENT OF SOCIAL SERVICES

Title' V Program

INFORMATION SHEET

Diagnostic and treatment services within the scope of medical coverage are-
provided when they are prior authorized by Medically Handicapped Children's
Program (MRCP):. Services must be provided by a,current Medically Handi-
capped Children's Program contract. vendor. ,Hospitalizatiomis_provided
at hOsOitals where the Medically Handicapped Children's Program primary
physician diredtly supervises the treatment. Sdnie secondary' care may be
provided at Other hospitals when it is part of the treatment plan: reccm-
mended- by the-Primary physician and approved by the Medically Handicapped
ChildreWS Program.

CuStodial-andacute care- are not covered.

Clinics are operated by the Medically Handicapped Children's Program and
appointments' are made thrOthgh the offices in Lincoln, Omaha, Grand Island,
and.Scottsbluff.

The preferred method of referring a child is through a physician, since
this method usually providei more accurate and detailed medical informa-
tion., Referrals may also be made by the parents, the local Social Service
Office, or other persons or social agencies. Physicians may obtain
Referral Forms (CC-110) from their SOcial Service Office or may refer by
a letter including their findingt, diagnosis, and recommendations.

Determination. for individual care is based on a child's diagnosis, Medical,
treatment plan, and the family's ability to pay for the cost of the medical
care. Program -coverage is as follows:

1. Orthopedic Program: General Orthopedic Care

Coverage is proVided for general orthopedic-problems, congenital or
acquired, excluding recent, non=complicated fractures.

Services for hemophilia (caused by deficiency of antihemophilic
globulin: Factor VIII) are provided by a hematologist.

Services mitt include diagnostic evaluations, consultations, active
treatment, x -rays, pathology, hospitalizations, braces and appliances
and their maintenance, crutches, walxers, shoes with corrections,
and limited physical therapy.

Wheelchairs, stand-up tables, and sick room equipment are not pro-
vided.

76

C-13



2

Care is provided through contracted Orthopedists.' offices located in
Scottsbluff, 'North Platte, Kearney, Grand Island, Hastings, Lincoln,
Norfolk, and Yankton, South Dakota, and orthopedic clinics held in
Lincoln, Omaha, and Ainsworth.

2. 122,44.14, zed Orthooedicpsoaramt

Clinic Service

Scoliosis Clinics: Lincoln and Omaha

Rheumatoid Arthritis Clinid: Lincoln

3. Cerebral Palsy Proaram

All services provided-are supervised by a multi-disciplinary consulta-
tion team.

Services-may include general orthopedic care, and neurological care,
including hospitalization, psychological evaluations, general anes-
thetic dental services for-severely involved children, limited
physical therapy, and occupational therapy.

4. ligestiguilar

Diagnostic and follow-up services z, ! proVided only through Clinics
at the University of Nebraska Medical Center, Omaha, and outstate
consultation Clinics held in Scottsbluff, North Platte, Cozad,
Grand Island, Lincoln, and Norfolk. Surgery is provided only at the
University of Nebraska Medical Center. Limited hospital and outpatient
care is provided by private pediatric cardiologists in Omaha and
Scottsbluff.

Services may include prophylactic'drugs, x-rays, and pathology.

On occasion, certain compl.icated cardiac surgery is provided at a
partially Federally funded region,41'center, at the Mayo Clinic in
Rochester, Minnesota. This must be recommended by a contracted
pldtatriC cardiologist and approved by the Medical Director. The
application is made by, the Medically' Handicapped Children's Program.

5. Cystic Fibrosis Program

Diagnostic and treatment services are provided at the University of
Nebraska Medical Center and at ..giro Clinics held in North Platte each
year. A consultation clinic team supervises care provided.

Services may include drugs, nebulizer machines and pathology.

6. Milioio'calpr2gzam

Diagnostic., and treatment services are provided for congenital or
acquire mid -line neurological conditions, prircipally hydrocephalus,
myelomeningocele, and tumors. A multi-disciplinary consultation
Clinic team supervises all acre provided.
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Services may include diagnostic evaluations, 4Onsultations, active
treatment (pediatria, neurologic, urological, and orthopedic), x-rays,
pathology, hoipitalizations, braces and api.liances and their mainten-
ance, limited physical therapy, and limited drugs.

7. Oul Plastic Program

A Medically Handicapped Children's Program co:-.sultation Clinic team
supervises all care for children with oral plastic conditions, in-
cluding cleft lip and/or cleft palate and maxillofacial defects.
Orthodontic treatment, and routine dental care which is not associa-
ted with the above conditions, is not covered.

Clinics are held in Lincoln, Omaha, andlNorth.Platte.. A consultationClinic team is composed of the following specialists: plaitic Surgeon,
pediatrician, speech pathologist, otologit, psychblogist, pedodontitt,
orthodontist. prosthodonist, and dental hygienist.

Surgery is worvided in Lincoln and Omaha.

Eligible dental and orthodontic care is provided by local dentists
and orthodontists.

*

Other "services may include speech therapy, care for hearing loss
including hearing aids, x-rays, and pathology.

8. Eve Program

Coverage is restricted to eye conditions amenable to surgery, such as
exotropia, exotropia, strabismus, ptosis, and congenital cataracts.

Diagnostic and follow-up evaluations are provided through offices of
contracted ophthalmologisti in Lincoln, Omaha, Hastings, Grand Island,
Columbus, Kearney, Scottsbluff, and through Clinics in Lincoln and
Omaha.

9. Hearinc Loss Program

Diagnosis and treatment, including hospitalization, are provided for
children who have a hearing lost; or a condition which may result in a
permanent hearing loss.

Services may include hearing aids and maintenance, audiological ser-
vices.

Physicians' office services are provided by contracted otologists, in
Scotttbluff, Kearney, Hastings, Lincoln and Omaha. Consultation
Clinic services are provided in Lincoln, Omaha and at outstate Clinics.

10. AulumExastam

Coverage is prcvided for neoplasms, including leukemia and lymphomas.
Neoplastic growths may or may not be malignant, but must be crippling
or potentially crippling.



4

Servides May include physicians' services (hematologist. padiatri-
cianfturgeon) for both diagnosis and treatment, hospitalizations,
XraYi4 Pahology4, and treatment drugs.

Primary care it provided-by the Medically Handicapped Children's
Prograwcontrieted-heMatologists in Lincoln and Omaha, as well as
throh4h the 'Oncology Departments at the University of Nebraska Medical
tenier, the dhikrersity of Creighton Medical Center., and the Children''sHoapital in Dozier,- Colorado.

11. Aothma4E22001

Coverage forsavere, chronic asthma is provided by contracted pedia-
tric C'4.ergitis in Lincoln, Omaha, and Scottsbluff, as well as local
Care provided by the family physician-under the supervision of the
pediatric allergist.

Servicet may include pathology, x-rays, limited drugs, cardio-
pulmonary studies, hOsOitalizatiOns, and desensitization injections.

12. 11112.11-04.41.014.22

Coverage is provided for medical diagnoses determined as chronic,
prolonged, and crpling or potentially crippling in need of active
treatment.

Primary care is arranged by the Medically Handicapped Children's
Program with contracted physicians who are boarded or board eligible
in the specialty directly related to the diagnosis.

Subclassifications are as follows:

a. Prejnaturit'

Determining factors are birth weight, gestational age, and the
need-for active treament. Hospitalization only for acute care
or weight gain is ineligible.

Hospitalization is only covered at Medically Handicapped Child-
ren's designated Intensive Care Units, which currently are:
St. Joseph Hospital, Uhiversity Hospital, Children's Memorial
Hospital, and Archbishop Bergen Mercy Hospital, Omaha; St.
Elizabeth Community Health Center, Lincoln; St. Francis Hospital,
Grand Island; Mary Lihning Hospital, Hastings; Good Samaritan
Hospital, Kearney; Great Plans Medical Center, North Platte;
West Nebraska General Hospital, South, Scottsbluff; Sacred Heart
Hospital, Yankton, South Dakota; and the Children's Hospital,
Denver, Colorado.

b. 21=

Determining factors are the degree of the burn and the percentage
of the body surface burned.

Hospitalization is covered at St. Elizabeth Community Health
Center, Lincoln, and at Children's Memorial Hospital, Omaha.



c. NeuroIodicat

Ciagnoses- may include senores, subdural hematoma, encephalodele,
and GUillain-Barre syndrome..

Primary physicians must be pediatric neurologists. Coverage
includes' pathology, limited drugs, and hospitalizations.

d. Genital-Uroloaical

Diagnotes may include bilateral ureteral reflux, extensive
hypospadius, and ambiguous genitzlia.

e. Castro- Intestinal,

Diagnoses may include cystic hygroma, esophageal atresia,
Hirschsprung'sAisease, imperforate anus, massive ischemia
boWel, omphalocele, and trachea-esophageal fistula.

f. Hematoloaic

Diagnoses may include syttemic lupus erythymatosus and sickle
cell anemia.

g. Zessiratorv-aulmonary

Ditgnosses may include branch° pulmonary dysplasia, pulmonary
fibrosis, and subglottic -tracheal.stenosis.

h. Metabolic

Diabetes- _a a covered diagnosis for which hospitalization is
provided. Other metabolic disorders may be covered upon review
of the Medtcal Director. These conditions- may include conditions
of the thyroid, pituitary, thymus and adrenal glands.

i. Other anomalies

Other diagnoses requiring major, chronic care will be considered
for medical eligibility.

13. LagepinaPrectral
Screening evaluations are provided at Norfolk, Ainsworth, and Chadron
area clinics, only. Children may be referred for conditions relatedto program coverage. Any child may be evaluated once without charge
to determine medical need and eligibility. All other screening refer-
rals are handled by appointment through local pediatricians.

The Medically Handicapped Children's Program will refer children frim
the Screening Clinic or pediatrician'S office to other Medically
Handicapped Children's Program specialized Clinics, as appropriate.



14. genetically Handicanned Prosiw,

L.B. 989 of 1980 allows, thieMedi011y Handicapped' Children's Program
to administer,Medical:ServiCis +OvindividUals over 21 yeirs'of age
with a. diagnosis of Ostice 4 Hemophilia, and Sickle Cell
Anemia. Specific-coverage,z .itined*-a4ail.able funding based
on prial.ties found in State ___folv.,ption. Persoti referred to the
Medically }Handicapped Childrien must meet., same eligi-
bility requirements a; for ill Ot174i Medically Hinicapped Children's
Programs .

Qessiljukrama

Diagnostic and treatment services are proVided, et the University of
Nebraska Medical Center, as well as through cOnt.ractecilohysicians
specializing in puleonology.

Services may include drugs, nebulizer machines, pathology, and
hospitalization.

1128B22.11111

Services for hemophilia (caused by deficienc; of antihemophilic
globulin.: Factor .VIII) are provided ay a heMatologist..

Services may include diagnostic evaluations, consultations, active
treatment, x-rays, pathology, and -ospitilizations.

Sickle Cell Anemia

Services are provided by a hematologist and coverage may include
hospitalization, pathology; and outpatient evaluations.

15. Edlicationallv Related,Theraov Services

This is a coordinated- program developed by the Nebraska Department of
Education, Special Education Branch: and the Medically Handicapped
Children.'.; Program: to provide educationally related physical and
occupational therapy services, to handicapped .students in Nebraska.

Any child who may need physical therapy and occupational therapy
services must be referred to that child's_ local school district.
Children ara refeFred to the Medically Handicapped Children i Program
for entry into this program by the local school system

Services consist of assessments provided by the Medically Handicapped
Children's Program through a network of clinics throughout the State:
Phytical Therapy, and Occupational Therapy.

16. gem4arealgralAynerialkmatAtioa

This program is coordinated through the University o: Nebraska Medical
Center, Department/ of Pediatric Gastroenterology, to provide for the
treatment of infants whose digestive system cannot absorb sufficient
nutrition for survival.

C-18
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Diagnoses eligible for this progtan include short bowel, intractable'
diarrhea and.Crohn's disease.

Services. are provided-for those children receiving treatment in their
i,6wm,- or subatitute home and may include: infusion pumps, -catheters,
intravenous' infusion systems; laboratory s-udies, Monitoring medical
care and:parenteral nutrition fluids. Inpatient hospital care is.
not covered-Under this program-.

Tinancial Eliaibilitv

If a child is determined medically el-gible for any of the ahove programs,
a fanny's' ability to' pay Ior the cix-4-of specialized medical treatment
must be 'determined prior to commitment for payment by the Medically Handi
capped Children's Program.

Civil Rights

The:Medically'Handicapped Children'S Program is administered, so that no
person- is exclUdad from participation, is denic-.: the benefits of, or is
otherWise subjected to diScrimination because 4 race-, color, national
origin or on the basis of handicap;. Each indiVidual has the right to
apply; and be_,considere&lor tne same aid, care, services:, and other'
Icenefitt-whiCh ire-provided by the -Social Service agency or by,Other
-agendiee, ,organitations, institutions or individuals with whom arrange-
ments have been made tor' services, regardless of race, color, national

or handicap.

An individual. may file a complaint with the local or State Social SerVice
Office-or the Federal Department of Health. and Human SerVices whenever
discriMinatOry conditions or practices are felt to- exist, and will obtain
orompt and just Consideration and action- on the complaint.

Grievance and Ameal

An adult applicant, a parent or guardian of a child, or the representatiVe
of an adult who is dissatisfied with-any action with regard to the furnish=.
Inc or denial Of services may file a formal grievance within 90 days of
that action. The resulting grievanc- decision may 'be appealed (ldt to in-
clude' decisions specifically related-ta amedical eligibility or treatment
plan decision)_ within 90 days with a request for a fair-hearing within the
guidelines of the Nebraska Department of Social Services-fair hearing
regulations
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TO THE PARENTS AND CARE MANAGERS

Fortunately, times and attitUdechange in health care., For decadesthe. pediatric. community believed that severely disabled' children courd:te cared for Only in. an acute -care hospital-or in an institution. Nowwe have =realized that the least restrictive environment, usually thechild's own_ home, it the best locale for the child. This workbook,intended-for parents;_ cart managers, and All those.dedicated to Nalthcare it about:Getting Children NoMe:Ilospit.ato-CommUnity.

Until recently many severely 'medically :involved 'high tech"childrew_were "institutional
24asee-,becaute'oftheirrhighly specializedmedical need. The- 1180s-have, :made the health=care professiOnalsincreasingly *are of the-Olightof _severely handiCAPPed'youngsters andtheir families:.

The-teramleast restrictive environment," once thought,to. be. concern only of educators of hands Capped children, is he con-tern of the pediattic-comm010 as well.
ThetonceptireLmodel presentedIt thts.workbOok is. aheffortto provide .a map for the- journey from pri-marY-diagnOsis td, in-home care. The pilot:for this journey is a pro,fetsional care- manager who ha*: learned: the critical components ofservice planning and community involvement. The manager can assist theparents. to participate

in,planningJorthe child.

The, journey from the orim&Or diagnosis to home can be long andtedious- -yet distinguithed:by laprhatrks only the child and his familycan truly .appreciate.: This wet!** is a roadmap and,a time-scheduleforthe journey. The first, S--:tion outlines .the' three phfliei from inirti al planning to the placement in. the hoine. The .next section outlihestht roles Of various guides and pilots of' the journey. The thircUsec-tion,details thei,actual mapt or discharge plan and'home,care4Plan. Thefinal section, centers,
upon using:the community resources- -the gat startions and repair shops- -which help during the trip and especially afterthe journey is complete and the child,is home. Throughout, the work-book incorporates checklists, -charts, diagraMS. and simple'docUments toaid youthe.parents/Care manager".
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THE THREE; PHASES. PLANNING FOR, MOME/COMUNITY DISCHARGE

Thrrcire-three consecutive and distinct phases in the journey; ead;.

takes the child and family closer to ,1 successful return he-me. Each .phase

can be understood in terms of:

Its goal
The key players and their roles

The major activities needed for
successful completion of that phase

Phase

The first phase' consists of appropriate identification of the can-

didate for in-home care. The assessment of :the child and his/her total
environment shoUld ordinarily include the child't Oarents, the primary-
medical 'specialist or attending Physidian, the Interdisciplinary Teak and

the'Care Manager.

GOAL: Evaluation .of the candidate for home care

Phase II

.
After the child has been identified as a candidate for discharge from

the medidel ,(institutional -) facility for in-hoMe care, the task is to
identify 1petifit objectives, service providers, funding sources, etc.,
necessary to realite the child's in-home placement. This phase requires
careful-analysis by the Care '?tanager and the:child's Parents, and all plant
must be double- checked to assure that all objectives are met :before the

child's ditcharge.. During,this-phasei,theDischarge Plan is- developed anq-

implemented and the Home Care Plan is designed.

GOAL: Drawing up Discharge and Home Care Plans

This phase is crucial in planning for the discharge and home care.
The majorconceptualization, scheduling, and analysis must take
place in this phase BEFORE thichild comes home.

Phase IiI

The final phase begt,4 as soon as the child, is discharged from the
medical facility to a family home. Then the Hest tare Plan is fully
implemented, services to' the child and his/her family are in place, and

maintenance at home begins..

GOAL: 'Discharge from the institution and-implementing the Hole Care Plan



The journey from hospital to home requiret the interaction of many
People. While. "the crew" varies with each child, several key positions
will *lwayt need to be filled- -and their tasks assigned- -to make the trip
,home a pleasant voyage. The major paOtiCipants are the child's, Parents
(or legal guardian), the primary Physician, the Cape Manager, the Inter-
disciplinary Team, and the CoMmunity Support Services personnel.

The Parents

7he definition,of Parent includes: other and/or father, or the child's
court-appointed legal _guardith--theperson Who has legal-responsibility for
the child's. care, support, and protection.. In most cases, the child's
Parents will be actively involited- in the Care Plan, out many severely
1,..iaeled children are under-the-guardfAnshi0 of .public and private welfare
agencies becaute of theinability or enwillingneSi,of the child's parents
to assume the-responsibility for the child's care and support. In' such
cases the child will probably' have a -social wOrkerrepresenting the gUir-
dianship agency. This agency must be involved le approving and coor--
dinating,the child's. discharge.

During phaie I, the Parents are-both participantS and subjects in the
essessient process. Pro%ssionals will evaluate the Parents!' interest and
overall Ability to care fUlt-time for their-child at home. The liMit of
the focus of attention in thii.Ohaie should -not be the stability of the
Child's condition or the feasibility of maintaining' the child oUtiide, a
speci all zed faci 1 ity. The -chi ld' s family must .participate in determining
their ability to cope with the,many adjUstments of full-time caring for the
child= at

Along with the Care Manager, the Parents. must be, Actively involVed
during Phase II. They will help to identify the needed services and-sup-
ports necessary to achieve in-home care. The must be involved 'not
only in-the develOpmentuf the: Nome Care Plan, -Out in its implemOOtion.
yhen thg. child_ enters. the hope-, 'Phase_ the"arents begin to assume
more and More resp9nsibility for the care of the Child.



WIDELINES roe PAIENTS

1. .Cat its such information as you con about the child's disability. 14114

to professional; search fir the, ?met riisnt books, brochures, and
articles; In the interest of yex:Ahild, you are on your -Ivey to
becoming sn,expert.

2. Ask questions about'uhirsysuCchild's condition is IOW. Avoid being
discouroged. liesember-that there are chenges-end advances in
research, oervicesv4nd legislation.

3. Keep=m imitten resort-sr canvMrostienmand information given to
you-briesPerti. '0

O. IhinkmfbemlemMill bedgeCyour tie is sit the -needs of your child,
yourtipelee lueuother children, your ostendod family, your friends,
sold

Si Parmiode gantly.0You ere=peurmaild's primery advocate. Main polite,
'but firm. Insist-on:your right 'to be included- in all decisions.,

4.- Listowtorieur,child.,-Als/her pointer-viol is pessmiunt,-end he/she
is the reel export -in this eras.

7. -Tab ti other parents she hsvi_stured similar experiences.

The. Physician

The Physician has both primary medical tesponiibility for the child and
is key in the discharge,,,planning procAss Usually, the child's doctor will
first recognize the possibility of nrAncrthe child from hospital to com-
munity, Thus the, PhysiCion is actively .involved during Phase in deter-

mining a candidate for- home care.

During Phase II, the Phytician remains tespoasible for the child's
overall: medical .tire during development of the DiAcharge Plan. The Physi-
cian will usually havie the most active role in Identifying equipment and-
related medical needs 'to' m included in the Discharge and- Home Care;!slans.
The Physician must give medical 'approval to thl plan prior to discharge.
DurinvPhise III, the Physician continues to assume responsibility for
monitoring medical care.

The primary careJhysician in the hospital wtll_not necessarily _be the
doctor who illentually--takes care of the child in the community. For

example, the neonatologist - -in conjUnction with another hospital pediatri-
cianmay le involved- in,the decision to,send an infant home. In most
instances, more than one-physician will le involved.. Hospital-based4*ysi-
ciant-or subspeciolistsioty hi4e primary respOnsibility for in-hospit0
Care in Phase I, while in, ,Phase III a community -bisedphysicion may be
responsible for the child's Ongointiodidat care. It is iwportant that all'
of the physicians work together ,effectively in order to fesre the effec-
tive Discharge. and -'Hose Cate Plans.



The Care !imager

The Care Manager is a trained professional (usually a social, worker)
responsible for writing, coordinating, andAmplekenting the Home Cai4e Plea
after the .child's discharge. The coordination is all important, to avoid:
duplication of efforts and, service gaps in the Discharge or Home Care
Plans. In Phase I (the determination: .of a candidate,for-U0e care), the
"Care Manager may 'be. an inittive participant, but his/her knowledge of
existingAnd potential' community support systems and services may be esse4-
flat in the determination of home ca4.

Once the child is a candidate for community -based care, the Care
Manager's role increases during Phast II as he/she assumes the major
responsibility for devising, coordinating, andi-implementing the Home Care
Plan. The Care Manarr -may also assist in developing the Discharge-Plan.
With the child's Parents (or guardian),, the Care Manager will insure that
community support services .are available and accessible.

During Phase III, the Care Manager's rolkdiminiihes after the child is
at home. At this point, the chief task of the'professichal is to proVide
back-up support to the family or lo be a temporary coore'..tor in cases of
significant changes in the home setting.

cuitiumts roe CANE-MANAGERS

1. See that the,paients arel..4olved in aim isect Of the decision
asking praises.

2.. .Maks oohed/les-of family life, before end efier-the placement of the
Child it Mai.

U. Help suggest actual-doily living plans for thi diiid alto:' you have es
aush infersetion se possible about -the NO end the child.

4. Reesin;in tip of' alloamesnity services.
S. Give-copies of all writtaWriperts to-parents. Explain the 'jargon"

contained-in thstiperts.
6. Melp the Parent ts.knes.the.child's strengths end abilities.
7. Sesele,invelved with the shelifamily te'develep a general- picture of

needs.,

4.
Explain NW to coordinate needs and services.
Liston!

*Some if the points mentioned in the guidelines sere suggested by oradopted frosoMesireuityale_fah Wigton with Die-
OAtti!st sta.-rummy Cornet/ orWerlii..
winteralmoduties, Copyright January 1,00.
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The Interdisciplinary Team

The Interdisciplinary Team includes el professionals from the
various disciplines (medical, social services, nursing, speech and hearing,
etc.) involved in the development and *plot :ation of the Home Care Plan.
This team may also include parents of other severely disabled children suc-
cessfully moved to family care; these parenti have developed applicable
knowledge and skills. In fact, they are often the real "experts."

The various disciplines represented by the Interdisciplinary Team. are
necessary to the overall viability of the plan. One part of the Inter-
disciplinary Team, the nursinvcomponent, can give the most accurate infor-
mation concerning requited care, feeding, the activity level, or other
vital information about the

- :child. During Phase I, thou team should par-
ticipate in determining:whether the child is a candidate for discharge to a
less restrictive setting.

During Phase II, the Interdisciplinary Team members actively
participate in the development of the Discharge and Home Care Plans and in
the identification of community-resources. The tea* should also be active
in educating the parents or other care providers for the child's move home.
During this phase, all ariangements-must.be made, all environmental changes
to the home completed, funding sources confirmed, and the plan double-
checked.

During Phase III, the Interdisciplinary Team provides as-needed
support and assistance to the Parents: as the latter assume the major
responsibility for the care of the child.

.9
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Community Support Services

Community Support Services include all resources, vendors, 'd agen-
cies with a role in supporting the family and insuring the child' 14just-
ment within the family. Although these service providers are not ively
involved during Phase I, the discharge team must take into accoun% what
resources are offered, available, accessible, or potentially developable
within the community.

During Phase II, the Care Manager, the Parents, and the Interdisci-
plinary Team must: a)' specify the needs of the child' and the family;
b) identify and arrange commitment of the Community Support Services for
in-home care.

PROVISIONS-FOR' COMMUNITY SUPPORT SERVICES AND. FOR IDENTIFYING
POTENTIAL OWLEms MUST BrinritFORE TWE-MCD-GOISMOME

In Phase III, these Community Support Services -become- active par-
ticipants in the actual delivery of services and continue as lolg as .

necessary. The degree of the child's disability and the impact the child
will have upon, the other members of the family should 'be fully discusied
before the child comes home. Potential p:oblems should be, identified, and
the family should be-given every possible support ip their' aOustment to
their new role. Too often, these important considerations are left to
Phase III; sometimes it is then. too late-to avoid serious family disrup-
tion. A medical Discharge Plan and a Nome Care Plan should be clearly in
place before the child tomes home. The Parents should clearly understand
their-role and expected functions before the child is home.

9P
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SECTION IIri

PLANNING FOR DISCHARGE AND HOPE

The Discharge Plan

The phases of progression from hospital to home have been defined; the
roles of the pilots and planners have been delineated; now the plans must
be formulated.

The child (in most cases) has been the resident of an acute-care
facility for ,an extended period. When his/her condition becomes stabi-
lized, the physician determines that home care is feasible. After the
child has been moved from intensive care to a regular pediatric unit, the
recognition of home care as the most effective and psychologically
appropriate care leads to the development of a plan for future care.

The Physician and Interdisciplinary Team will develop an overall medi-

cal Discharge Plan during Phase II. This plan should detail all equipment
needs, all prescribed medicine, and all needed supplies. It should clearly
define the medical protocol to be followed at home. Additionally, the plan
should include any alternative arrangements that might be necessary, such
as with a local hospital to care for the child in a medical emergency, or
with the discharging hospital for emergency return.

For some children, the plan will be brief; for others, it will be

extensive. The details of the plan are- the responsibility of the

discharging hospital and require the approval of the physician in charge.
The plan will indicate needed hours of nursing and training, both for
nurses and parents, prior to the child's discharge.

State agencies such as specialiied Maternal and Child Health programs
and Crippled Children's programs may be developing and directing special-
ized state programs for these populations and would participate with the
discharge team in the last phases of the plan in order to assure its feas-
ibility. Assuring the availability of nursing service, specific training,
home service and maintenance--all are examples of -the participation of
state agencies.

90
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The Home Care Plan

As the Physician draws up the Discharge Plan in Phase II, the Care
Maniger--designated in this phase--is simultaneously drawing up the Home

Care Plan. The Discharge Plan includes the medical aspects of needed
services; the Home Care Plan includes the "nitty-gritty" to implement these

services. The Home Care Plan is really a series of plans which includes
the following elements:

a) Care Management Services:
The designated Care Manager should coordinate the

services of other providers. These services and their
providers should be described in the plan. The Care
Manager will:

help the family avoid duplication of services;
assure that the child's needs can be met in the home;
provide the family with information regarding alter-

natives in care choices, available services, and .their
rights as parents;
initiate referrals cconsistent with- the plan and

acceptable to the needs of the family;
act as an advocate for the family in negotiations to
obtain necessary services as detailed in the plan.

(see pages 12 and 13)

b) Respite Care Services:
Attention should be given to providing for temporary

residential, respite, and supportive services to assure
that the child can remain in the community if the family
requires temporary relief from care-giving responsibilities.

c) Home Modification:
For some children, changes in the home (such as addi-

tional electrical wiring; insulation, weatherproofing of the
windows, construction of wheelchair ramps, etc.) may be

necessary. Such environmental modifications should be

detailed in the plan and SHOULD BE COMPLETED LONG BEFORE THE
CHILD'S DISCHARGE. (see pages 14-16)

d) Nursing Services:
A detailed plan for nursing services should include

hiring, training, and planning for reimbursement for nurses.
This plan should be consistent with- the Nursing Act for t;,?.
state in which the child lives. The nursing staff should be
familiar both with: the overall medical Discharge Plan and
the Home Care Plan.



e) 'Supplies and Equipment Plan:

Based upon the Discharge Plan, a section of the Home
Care Plan should include cethods of getting supplies and
equipment and of replenishing them when needed. This part
of the Home Care Plan should identify the vendor(s) and
should be kept near the bed so that the person in charge can
obtain additional equipment easily. (see page 17)

f) The Family Support Plan

Each family should have someone, either the Care Man=
age's or a social worker, to share their concerns about, the
impact of the placement of their child in the home. The
Care Manager should draw up a schedule of family activities
both before and after the child comes home. Once these
activities are charted and the differences are seen, some of
the possible friction can be avoided by rescheduling activi-
ties and by taking into account the needs of all--child,
parents, siblings, and the entire family unit. (see page 18)

g) The Family Finance Plan: -

The Home Care Plan should give a detailed suggested
financing plan for the family; the plan might recommend
application to one or more of the following:

Insurance companies;
Community funds;
Crippled Children's funds;
Title XIX Medicaid and/or Title XIX Medicaid Waiver.

The Care Manager (or in some cases a member of the
Interdisciplinary Team) should work out these funding'
suggestions to avoid any possibility of the family's loss of
funds which enable the child to remain at home. Again, this
aspect of the plan should be worked out WELL IN ADVANCE OF
THE CHILD'S DISCHARGE.

In devising the financial plan, the Care Manager and the Parents should
investigate. the following resources:

1. Social Se, .rity (a part of the S.S. program is set aside for
females with a disabled member).

2. Supplemental Security Income (S.S.I.) for Aged, Blind, and
Disabled (S.S. program). Application can be made by a parent,
guardian, or other responsible person for a disabled child or
adult. The S.S. office makes the determination of eligibility
for the program.



Family Finance Plan (continued)
3. Veteran's Administration. Financial aid for medical care is

provided to a spouse or a child of a veteran (living or

deceased) who has a permanent, total disability resulting from

an injury- during military service. Consult the V.A. for

further details.

4. Medicaid programs. Consult the Department of 5dcial Services

in your local health department to determine eligibility.

5. Medicare programs. Primarily for families who receive S.S.

benefits. Consult the Department of Social Services in your
local health department to determine elegibility.

6. Other programs: Aid to Familiesiith Dependent Children; Food

Stamps; Nutrition Program for Women, Infants,, and Children (WIC);
Emergency Assistante Grants; Private Voluntary Agencies.

h) The Community Support Plan:
In most cases, many community agencies may play vital

roles, in making the entire plan successful. For example, if

24-ho r nursing is needed, the highway department's coopera-
tion may be necessary to insure that roads to the houte are
passable in bad weather. If electric 'power is needed for
life-sustaining equipMent, the power company should be aware

of the family's vital need. These same principles apply to
other emergency measures from local services and utilities

(telephone, ambulance, etc.). Your key to success is

stating politely and clearly your request before an emer-

gency occurs. Included below are sample letters to the

various companies as a guide to how information can' be

relayed to the companies. (see pages 19 and 20)

CONCLUSION

These plans give not only a profile of services needed, but of the

family itself. Thus; the plan is actually a series of plans, each divided

into a category. The Care Plan must take into account both the operating
model of 'the family and the intellectual and emotional capacity for family
and child adjustment to the home environment.

The Care Manager must make the Home Care Plan fit the family,
not the family fit the plan.

If the Care Manager tries to force the family into a plan, the plan
could lead to disaster. Therefore, the more schematically the Care Manager
can visualize the family operation, the more-the likelihood of the plan's

success. The family profile of behaviors, needs, and timing can help the
Care Manager to suggest a plan which in constructive, not obstructive. The

Care Manager works by suggestion and observation, rather than by command.
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INITIAL CONTACT SUMMARY
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FAMILY
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MEDICAL HISTORY
TIEZMNTRITYFarents)

SERVICES NEEDED
TriFelill' perspective:
goals and expectations)
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PHYSICAL FACILITY CHECKLIST FOR IHE HONE

'HOSPTIAL - CITY . DATE
PATIENT'S NAPE HOSPITAL ;AM
PREPARED BY TELEPHONE

FACILITY STAPOAR06_FOR SATISFACTORY UNSATISFACTORY

I. Accessibility

A. Physical facility must accomodate the
child's specific disability (to include
equipment necessary for facilitating
mobility and/or transport) to provide
sem:9844th single caretaker assistance.

B. Whercapplicable, physical facility must
not restrict delivery of large or heavy
medical equipment

II. Space Requirements

A. Child's room must have minimum square
footage area of 9 ft. XY9 ft.

Note: Any living arms in the house say
be designated as the-wchild's
room" (e.g., bedroom, dining room,
recreation room).

B. Storage

A. Immediate access, e.g., night stand--
ZialTstore equipment/supplies with
utilization'frequency, of 8 hrs. or less,
e.g., suction catheters, suction
machine, gloves, dropper bottle.

2. Proximal amulet e.g., closetused to
store equipment /supplies with utiliza-
tion frequency of 24 hrs. or lees, e.g.,
infant scale, water-bottles; specimen
cups, and immedisti access items in
larger quantities. Can include smell
volumesof.oxygen_replacsment. The
proximal access storage arse must be
in close proximity to the child's room.

3. Bulk storm:, e.g., basement or garage
must be large enough to accommodate 1
month's equipment/supplies and at least
1 week's oxygen supply,.

Storage areas must-b. frie from
excessive dampness. The temperature
must not permit water to4reeze.
Storage arose Must not contain toxic
chemicals, e.g. cleaning solutions,
fertilizer.
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PHYSICAL FACILITY CHECKLIST FOR THE HOME (continued)

WI '0 '0 8 ' 'it" 4 4 8.. UN4 ''

III. Electricity Roguimolts.

A. A-qualified electrician is required to
evaluate the physical facility for ability
to accommodate the'child's electrical
supply needs.

8. The physical facility suet be supplied by
a minimum of 100,emp. electrical service.

.
,

C. A minimum of two separate-15 amp.tranch
circuits -wet supply the-child's room.

O. If the main distributiOhlenel utilizes
fuses,, four spare fuses of appropriate
capacity are required to be'stired neer
the fuse box.

E. A einimum of four.e.6;2.1x electrical
outlets on each of'the two 15 amp. branch
circuits is requited for a total of eight
duplex outlets in the child's room.

Note: This is in addition to the usual
anl customary installation. There-
fore, this requirement is not to_be
interpreted as the total number of
outlets required for the child's
MO.

IV. Special Equipment

A. A telephone should be at the child's
bedside.

B. A mechanical whistle should be it the
child's bedside.

C. A battery-powered flourescent flood
light should be at the child's bedside.

0.. Power failure alarm/light ohould be plugged
into the same house electrical.circuit as
the ventilator.
*

E. One smoke alarm and one five pound CO2
fire extinguisher should be located on
each level of the home (including the
basement).



PHYSICAL FACILITY CHECKLIST FOG'THE HONE (continued)

al T ...4 ii. I 1" 4 . 1 , - I .4 4 T

V. Ventilation

A. Ventilation must be adequate to permit-
safe recharging of wet cell marine type
batteries.

3. Oxygen storage,eress must have adequate
ventilation.

II. General

The house must meet local safely, sanitation,
and building requirements.

/II. Other Considerations .

Summeryof equipment/hoes modifications necessary for safe discharge home:

(This checklist was drawn up by the Children's Home Health Network of Illinois.)



DETERMINATION OF SERVICE/EQUIPMENT NEEDS FOR CARE MANAGERS AND PARENTS

Statement of Reason for Resource Now to Secure Resources

RequiredIUNDIIM MI

Who Liten I Cost

1 1

1 1

. 1

I I

I I-

.
I 1

I I

. I i

I I

I I

I I

I i

. 1 1

I I

I I
7.

I t

I I

. t t

1 1

I 1

.
1 1

I i
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Resources of family: 1.

(ex.: Mother is a teacher)
2.

3.

Resources of extended family: 1.

(ex.: aunt is a nurse)
2.

3.

4.

5.

Resources presently used: 1.

(ex.: assistance from church
group for transportation) 2.

3.

4.

5.

eosol entiTYM
and Contact

Resources (above) to be expanded: 1. 1.

(ex.: other churches in same
denomination could supply 2. 2.

transportation, respite
care, etc.) 3. 3.

4. 4.

5. 5.

Other potential resources 1. 1.

(ex.: parents of children
with similar handicaps) 2. 2.

3. 3.

4. 4.

5. 5.

6.
10G
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SAMPLE LETT R S:

Managir-Midwestern Power Company

132 Main Street
Indianapolis, Indiana 60321

Dear Sir:

October 26, It.

My son has a rare and very serious disease Celled adrenoleukodystrophy.

After :his stay in the hospital for the last {yew- months -, the doctor has

decided that he can come home. We are looking forward-to bringing him,home

next Saturday.
I am writing this letter to jet -you know that John also has other

complications requiring the regular-use of iife -support equipment which

user electricity. The social worker at thehospital suggested that I write

to you and let. you know of our acute need for electrical poier. She said

that you, might be able to repair power lines and other equipment in our

area moruquickly if you wore-aware of such a medical need. We will hive a

battery beck -up power-source, but we will feel more comfortable knowing that

your company is aware of the need for power in this home. Please feel free

to call me, or perhaps I can stop by your office and discuss the situation

in more detail. Our physician is Or. Tom Smith; his phone number is (312)

345-7632. 'Dr. Smith slid that he would be very willing to discuss John's

case in More detail if you feel it is necessary.

Thank you for your consideration of this matter which is very impor-

tant to my family.
Very truly yours,

Susan Alexander

County Highway Department
132 West Jackson
Springfield, Illinois 60432

Dear Sir:

Octotar 26, 15..

Local medical providers and Children's Hospital have arranged for the

discharge of a severely disabled child whose life is being supported by a

ventilator. JimAcliee will be moved from Children's Hospital to his own

home on November 3, 15. .His care plan includes around-the-clock nursing

service.
This letter is to request your cooperation in establishing a priority

for keeping the roads open to 1223 Weit Washington Street. As you know,

this house is approiimately a mile-from the edge of the city and in incle-

ment weather has access problems. We would like to mice every effort

possible to assure that nurses can get to this home every eight hourt.

We sincerely hope that the highway department will take this medical

situation into consideration when establishing snow-removal priorities.

Please feel free to contact either me or the family.

Thank you for your cooperation.
Very truly yours,

Paula Epstein
Medical Social Worker
Children's Hospital

.1 0



SAMPLE LETTERS

Ace Ambulance Company October 26, 19

1472 West Jefferson Street
Springfield, USA 12345

Deer Sir:

John Sarvis, an 8-year-old severely disabled child, is being discharged
to hi: home on November 22, 19 . John's condition has stabilized in the
last few months, and the medlar team at Children's Hospital feels comfor-
table about discharging him to home care. There may, however, be a need
for him to be taken to the local hospital in an emergency situation. We

would like to notify your company of the location of the home (14 Maple
Street at -the corner of Oak Avenue) and the quickest way to get there in an
emergency (Main Street north to Maple Street, turn left and proceed two
blocks). Even though we do not anticipate such an emergency, please call
me at (301) 123-8765 to discuss the situation in detail and to make all
necessary arrangements.

Thank you for your cooperation.

Very truly yours,

Harriet Gage
Social Worker

Commissioner Harry Jones
Uptown Fire Department
19 Main Street
Grovers Corners, USA 10229

Dear Sir:

October 22, 19__

I am writing to inform you that Don Miller is being is being discharged
from Beth Israel Hospital on November 20, 19__. Donald, who has a series of
physical ailments, including bronchopulmonary dysplasia, will be residing
at his parents' home at 24 Monroe Street here in Grovers Corners. He is
dependent upon life-support equipment like a ventilator and suction machines.
He is also scheduled to receive 24-hour daily nursing care. Episodic
flare-ups may require emergency attention, even though the doctors at Beth
Israel have determined that hits conditon is quite stable. We are, therefore,
making sure to give notice to your department in the event that Don may
someday ne'd emergency care best provided by the Rescue Emergency Squad of
the Fire Department. Also, in case of fire, it would be difficult to move
Donald. Therefore, we are requesting your advice, and would welcome further
conversations about this matter. If someone from the Fire Department feels
that a visit to the home would be helpful, please call me at (415)
337-3842.

Thank you for your cooperation.

Sincerely,

Susan seen
Social Worker
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ORGANIZATIONAL SYSTEM OF COMMUNITY RESOURCES

Incredible storiev abound about families trying to meet their child's

needs through involvement with a large number of health and social service

agencies and having many needs go unmet. These tales include competing

agencies, duplication of services, and a lack of knowledge on the part of

many agencies about the functions and roles of other agencies.

A well-developed program for organizing support services for

handicapped children and their family should include an educational and

supportive component. The family could thenrbecole their own advocates.

In a number of states, state Maternal and Child Health programs,

Crippled Children Services programs, special education programs, or others

are actively attempting to organize community-resources for these children.

Ask the Care Manager assigned to your child to help your to familiarize

yourself with the programs in your own state. Each state= has a different

system of agencies and regulations, and the Care Manager will assist you in

your exploration and discoverrof community resources.

The task of this workbook is to suggest methods for constructing a

system for parents and designated Care Managers to enhance their ability to

optimize the environment in which the child and family live.

The Systems Approach

Define the Need

The medical needs of the child should be prescribed by the child's

primary care physician and listed in both the Discharge end Home Care

Plans. The other needs of the child and family should be established by the

Care Manager and included in the child's Home Care Plan. The family and

Care Manager should-list the child's unmet needs and then develop a plan

with the broader Interdisciplinary Team to meet those needs. Otherwise,

the fimily might waste time requesting inappropriate items or services, or

might request duplicate services.

Identify the Appropriate Resource

1. Ask the social worker st your local, hospital or your
pediatrician for referrals to a national organisation dedi-

cated to the disability of your child; ask also for their
loll office; inquire about the scope of their services.

2. Ask your clergymen for resource referral.

3. Ask another parent of a similarly disabled child about

local organisations for parents; attend their meetings;

request their literature.
A. Woke an appointment in the school system with your local

special* education director, teacher, or othsr allied person.

nel concerning your child's need:.

.5. Coll the local 000rdinstinq council for handicapped or

disabled children if one exists in your arse.

6. Consult your telephone book for statewide Crippled

Children end other specialised programs to which your child

may apply. Call your local Social Security office and
inquire about your child's eligibility for SSI.
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Identify the Appropriate Resource (continued)

Your participation in the evaluation process should be the par-
ticipation of a peer with other professionals. If, in your opinion, a pro-
fessional discounts your input or exclides you from the overall process
because you are "only a parent,* request another professional. Remember
that you are an equal, but you must speak up if your opinions and words are
to be recorded and your advice is to be acted upon.

Based upon changes in the child's development, treatment plans need to
be continually reassessed. Successful, reputable agencies and special
education programt' will conduct frequent staff meetings to reexamine the
original goals and .Jke changes in the child's plan as necessary. Remember
also that public sc:.00ls are required, under the provisions. of Public Law
94-142, to review your child's Individualized Educational Program at least
once a year. You should feel free at all times to request a reevaluation.

The wealth of information and possiblities can have its drawbacks.
Families of disabled individuals are often overwhelmed by the number and
complexity of individuals, agencies, and service organizations. Recently
in the Midwest, over 25- agencies and 47 individuals were involved in the
delivery of services to a moderately disabled child and his family. Too
much assistance- can be detrimental. Unrecognized and unmet needs might
result from the abundance and the total situation might become close to
chaotic. The task is best accomplished if one person with an appropriate
supportive team defines the needs of the child and the family, and then
develops a plan for meeting those needs. Contacts with the family, com-
munity resources, agencies, and other individuals should be the respon-
sibility of one individual, and not all of the involved people. One member
of the family- will eventually become'the Care Manager, and he/she--as did
the original Care Manager--will be responsible for insuring all needed ser-
vices without duplication.

A well-developed program for organizing support services for han-
dicapped children and their family should include an educational and sup-
portive component. This. program would ultimately allow the family to
become their own advocates. By mobilizing their.resources to call for
improvements in resources, the family can more effectively meet the needs
of the child.

Readers of this workbook should also consult Power-Brokering in the
Community, one of the companion books in this series.



Understanding the Approach

Many community voluntary health chapters have prescribed available
areas of service. Often, you must seek them; these groups will not
ncessarily come to you and your disabled child.

Parent support groups are beginning to spring up all over the nation.
These groups are very valuable to parents and others involved with planning

and care management for disabled and handicapped children. Such groups are
often able to provide more than support by actually imparting information
to new parents, speaking before groups, representing the cause before
legislators, explaining the burdens to state and other public officials,
and in effect, forming an advocacy group for children. Such groups are
usually staffed by parents and are extremely valuable in helping other
parents work through their emotional and functional difficulties.

National foundations and health chapters have proved themselves as
valuable resources in meeting unusual and well-defined needs. For the best
response from a foundation, make sure your case is adequately presented to
them. A very useful source of identifying these agencies is A National
List of Voluntar Or anizations in Medical Genetics and Maternal and
Health,, aval ab e rom the NationaranUr7RlruaTialPrrr4ter7iarlird
Child-Health, 3520 Prospect Street, Washington, DC 20057. Many states have
homemaker and nursing services provided for by either that state's child
welfare or public welfare agencies. The social worker at your local hospi-
tal or a clergyman should be Able to tell you if such resources exist in
your community.

A "court of last resort" for concerned parents is to explain their
situation and their needs to their state representative or congressman.
Groups are more usually more successful than individuals in bringing a

legitimate need to a legislator and will usually receive an understanding
hearing. This hearing will often result in a service or activity to alle-
viate the problem area.

The discovery of additional resources will probably proliferate from
the resources known to the individuals of the Interdisciplinary Team. The
wise Care Manager will bring all unusual and unmet needs to this group:

The Future

Only a few years ago, many of the severely medically involved and
disabled children would not have survived. Many of these children are
still relatively young and our collective experience with them as teen-
agers, young adults, and adults, is extremely limited. The limits of their
potential remain unknown.

As we begin to look at this group, we must recognize that not all such
children have parents with the parenting ability, stamina, interest, coping
power, capacity, or support systems necessary to provide an in-home setting
for their children. It is, of course, critical during Phase I when the
medical team is considering if a child is a candidate for in-home care, to
assess carefully the child's parent as a potential resource. In cases when
the parent is not available, what is the future of the child? Is the child



to be committed to long-term care in a medical facility, or do we have a
responsibility to search for a substitute home environment within the
child's extended family, or through the -development of a highly specialized
medical foster !lime? With commitment of the-medical community to in-home
care comes the alternative need for highly specialized medical foster-
family homes. To move in this direction, specific standards for these
homes must be developed, either nationally or individually by state. In
most states, existing standards for foster family care can be_used to deve-
lop the required specialized standards. Additionally, intensive training
and preparation of the non-parent caretaker will be an essential aspect-of
providing for the severely disabled child.

Foster-family or relative homes may be augmented by community develop-
ment of specialized medical groUp home settings to serve some severely
medically involved children. To preserve the family atmosphere Of such
group homes, the number of disabled children in any one- home must be
limited. Cost-effectiveness factors are a consideration in communities
large enough to support this -kind of resource. Perhaps, for example, one
nurse could provide care to two or lore children at one time; less
emergency equipment may be necessary; less inventory of parts for equipment
repair may be needed.

Public awareness and education are other challenges as more and more
severely handicapped children leave hospital settings for family/community
care. We must look to the future to the kinds of care and the needs of
these individuals as adults. Some may be able to live fairly indepen-
dently; some may require a type of sheltered/supportive living arrangement;
others may require more intensive care in family or group home settings.

Parent support groups are a viable, necessary link in the community
support- system. Probably no one can better help the parents of a child
just diagnosed as having a severely disabling medical condition than
another,parent who has already gone through the experience. Parent support
groups can provide a number of services: assisting individual families;
serving as members of the Discharge Team; providing public education and
awareness campaigns; working with social agencies and others to recruit,
train, and prepare foster families; serving as community advocates for the
educational, recreational, and social needs; lobbying for funds to make in-
home care possible.

Finally, it is the responsibility of all of those committed to piloting
the children on the journey from hospital to community to identify the
road-blocks--financial, social, communal, attitudinal --and- to seek effec-
tive ways to remove these barriers. We are just at the beginning. As we
move ahead,. we find unanticipated barriers and blocks which must not stand
in the way of any child who is a candidate for community-based care.

The trip might be perilous, but we will rise with the road to meet its
challenges. Each journey begins with but a single step. and this journey
is a necessary one. It is only the first step which is difficult.

1 2
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SPECIAL NOTE: To the Parents of Children Between the Ages of 0-3

While some states may lack active programs for children between birth

and three years, many are now developing early intervention programs speci-

fically created for early identification of developmental problems in

children. If you feel your child has a noticeable problem or handicap, or

seems to be falling behind other children in specific developmental tasks

such as walking, talking, hearing, or controlling intensity of activity,

you may want to call your public health nurse or your local special educa-

tion program about information on early intervention programs. One of the

advantages of participating in these programs will be the contact with

other parents experiencing similar thoughts, anxieties, and questions.

Depending upon your state and the size of your community, there are

various establishments (including health agencies, hospitals, university

child development centers, private and public schools) with specialized

early intervention programs to meet the needs of your child. Your aggres-
sive and persistent efforts--coupled with those of your Care Manager--will

pay off for your child. In almost every American community is a network of

people dedicated to serving those with special needs. Your participation

will give you the opportunity to bring to them needed information while you

receive from them encouragement and support.

1 1 3
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Psy logical Testing
of Children with
Disabilities

Children with handicaps who are
in need of special eduCation services
must be identified through assess-
ment process. The letters received by
the National Information Center for
Handicapped Children and Youth
indicate that psychological testing,
an important part of the assessment
process, is a topic about which par-
ents want more information. The
Purpose of this edition of News Digest
is to provide parents and others con-
cerned about the needs of children
with handicaps with an introduction
to testing and an overview of litera-
ture that will allow them to do further
research on the subject.

There are certain things that par-
ents should bear in mind from the
beginning of the testing process. The
purpose of testing is to understand
the nature of the child and to provide
guidance for decisions about the kind
of educational programming the
child will receive. Stanley D. Klein in
Psychological Testing of Children: A
Consumer's Guide compares psycho-
logical testing to the kind of sampling
a cook does when cooking stew. The
cook tastes the stew to make a
generalization about how well the
dish is turning out. In the same way,
samples of behavior gotten through
psychological tests allow psycholo-
gists to make generalizations about a
child's behavior. No test or group of
tests can provide a complete picture
of a child's development. Klein cau-
tions against basing decisions about a
child's education on the results of a
single test. Children undergoing
assessment should be given a group
(sometimes called a battery) of tests.

Legally, the assessment process
must consist of information from a
variety of sources. The child must
not only be given tests but must also
be observed working and playing in
natural settings. People who know
the child must be asked to provide
information about him or her. The
views of parents are especially im-
portant. Only through a variety of
sources can an adequate picture be
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obtained of the child's strengths and
weaknesses. Together, this informa-
tion can be used to determine
whether the child needs special help,
and, if so, to design an appropriate
program.

The way tests are administered is
also important. If the results of the
test are to be useful, the child's per-
formance on the test should be repre-,
sentative of his/her behavior. The
person giving test should make
sure the child is comfortable in the
testing situation. If necessary, adap-
tations must be made to ensure that a
child's physical or sensory disabilities
do not interfere with the testing of a
child's aptitudes. Public Law 94-142
requires that tests be conducted in a
way that prevents physical or sensory
impairments from interfering with
the measurement of a child's ap-
titudes. The law also requires that
diagnostic tests be given in the lan-
guage and mode of communication a
child understands. It is also important
in administering tests that the psy-
chologist observe the way in which
the child responds to questions.
Klein points out that how a child
approaches problems can be as re-
vealing as the answers that the child
gives to specific questions.

Parents have an important role to
play in the testing process. As an
active participant in the planning of
their child's educational program,
they should feel free to ask questions
about the techniques being used to
assess their child. The person giving
the test should be able to tell the
parent what information the assess-
ment is trying to uncover. "The Role
of Parents in the Assessment Process"
(1983) makes several suggestions on
how parents can become nu. -e in-
volved in the assessment process. It
is important that parents meet with
the person conducting the test before
the testing takes place. This gives the
parents an opportunity to ask any
questions they may have. Such a
meeting also allows the person giving
the test an opportunity to ask about
the parents' views on the child's
development. Parents also should
prepare the child for the assessment
process. Testing may make some
children anxious. This is particularly
so if the child has been identified for
testing because of poor school rerfor-
mance. Such anxiety can interfere
with a child's performance on the
test. Professionals should take extra
care in explaining the results of tests
to parents.
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Key Concepts in
Psychological Testing

Both Klein in the work previously
cited and David L. Wodrich in Chil-
dren's Psychological Testing: A Guide for
Non psychologists provide an introduc-
tion to the concepts of psychological
testing. The following is a brief survey
of important ideas that parents and
others need to understand in order
to determine the usefulness of psy-
chological testing.

One goal of psychological tests is
to find out how the child performs
compared to other children of the
same age. In order for this compari-
son to be meaningful a valid norm
group must be defined. A norm
group is a large number of children
who are representative of all of the
children in that age group. Such a
group can be obtained by selecting a
group of children that have the char-
acteristics of children across the
United States, that is, a certain per-
centage must be from each gender;
from various ethnic backgrounds
(e.g., white, black, American Indian,
Asian, Spanish-speaking); from each
geographic area (e.g., Southeast,
Midwest and so forth); from an urban,
rural, or suburban area; and from
each socioeconomic class (usually
determined by the father's occupa-
tion). Not all tests use large, repre-
sentative norm groups. Before mak-
ing assumptions about a child's
abilities based on test results, it is
necessary to know something about
the group to which the child.is being
compared.

It is also necessary to know whether
the tests are reliable and valid. A test
is valid if it measures what it claims
to measure. For instance, if the test is
supposed to measure intelligence,
there should be a definition of intelli-
gence. It is reliable if a person who
takes it more than once obtains nearly
the same score each time. Wodrich
describes the scientific methods used
to determine whether or not a test is
valid and reliable. For example, if a
test claims to measure anxiety, a
person's scores should be higher
under a stressful situation than under
a nonstressful situation.

Another consideration is the ex-
perience and skill of the person giving
the test. As mentioned earlier, the
examiner needs to be able to make
the child feel comfortable with the
testing situation so he or she can
concentrate on the task at hand. At
the same time the examiner must use
uniform procedures, presenting each
item in the same way to each child.
Without uniform procedures, it
would be impossible to know
whether differences found among
children were due to differences in
their development or to the different
procedures used.

An understanding of how standard-
ized tests are scored is necessary to
making sense of the results. The first
score is the raw score. Raw scores are
usually the number of "correct"
answers. The raw score is then
changed to a derived score, which
shows how the child's raw score
compares with the raw scores of the
norm group. This comparison can be
provided in several ways: (1) An age
or grade equivalent means that the
child scored the same as other chil-
dren of a particular age or grade
level. For example, a score of 5.3
means that on a particular test the
child scored the same as other chil-
dren in the third month of the fifth
grade. (2) Percentile ranks indicate
what percentage of the norm group
was exceeded by the child. For exam-
ple, a derived score of 35% means
that the child scored better than did
35% (or 35 out of 100 students) in the
norm group. (3) A standard score
shows how far below or above the
average score of the norm group the
child's score is. A standard score
provides information about where
the child stands in relation to the
norm group.

Many psychological tests include a
series of subtests. Analysis of these
subtests can provide more informa-
tion than is available from the overall
derived score. The child's scores on
the subtest show whether the child
can perform equally well in all areas
tested (e.g., reading, arithmetic) or is
stronger in one area than in another.
Even more detailed information can
be gained by examining the pattern
of answers on each subtest.

A child's response to items can
provide information about his/her
learning style. For example, some
children understand information
better if it is read out loud to them;
others, if they can read for them-
selves. These differences will affect
their test scores and should be noted
by the person administering the test.

Such information can later be used in
designing an educational program
most suitable to a child's learning
style.

Before a test is given, the reason
for giving it must be known. There
are many Tests availableand choosing
the right ones depends upon the
nature of the problem. Thus the
more detail that can be provided
about the child's behavior and the
possible reasons for it, the better a
psychologist is able to choose the
appropriate tests to administer.

In summary, Klein and Wodrich
both provide information to help
parents and others to better under-
stand psychological testing. To deter-
mine the usefulness of test informa-
tion, it is necessary to know the
following: (1) How do test results
compare with other information
gained from observation of the child
in natural settings? (2) Who is the
child being compared to? (Did the
test makers use an adequate norm
group?) (3) Does the test measure
what it claims to measure? (Is itvalid?)
(4) Would the results be the same if
the test were taken more than once?
(Is it reliable?) (5) Is the person giving
the test well trained and responsive
to the child being tested? (6) Has the
test been given according to standard
procedures? (7) How is the test
scored, and have the results been
interpreted carefully? (8) Has the
right test been given?

Test Types
The literature reviewed for this

paper focused on four types of tests
commonly used in assessments of
children with handicapping condi-
tions: infant development scales,
intelligence tests, special abilities
tests, and personality tests.



Infant Development
Scales

Because early intervention can
help handicapped children reach
their fullest potential, it is important
that handicapping conditions be
identified as soon as possible. Several
tests have been constructed to com-
pare an infant's developmental level
with the expected level for his or her
age group. These tests have not been
very successful in predicting how
well the child will function in the
future, but they do ick nay children
who are "at risk." Infants so identified
can be monitored so that any future
delays in development can be iden-
tified quickly and an intervention
program can be designed, if needed.
In Chapter 3 of his book, Wodrich
reviews some of the more commonly
used infant scales. These include:

The Brazelton Neonatal Behavioral
Assessment Scale, which tests an in-
fant's (1) neurological intactness,
(2) interactive behavior (including
motoric control such as putting the

in response to
thumb in the mouth and remaining
calm and alert
stimuli such as' bell, a light, and
pinprick), and (3) responsiveness
to the examiner and need for
stimulation.
The Bayley Scales of Infant Develop-
ment, which test mental abilities
including memory, learning, and
problem-solving behavior; motor
skills; and social behaviors such as
social orientation, fearfulness, and
cooperation.
The Gesell Developmental Schedules,
which test for fine and gross motor
behavior; language behavior; adap-
tive behavior including eye-hand
coordination, imitation, and object
recovery; and personal-social
behavior including reaction to
persons, initiative, independence,
and play response.
The Denver Developmental Screening
Test, which is used to suggest
problems which should be more
carefully evaluated later. It meas-
ures four areas: personal/social,
fine motor/adaptive, language,
and gross motor skills.

In addition to these tests which are
discussed in detail by Wodrich, Klein
mentions the Cattell.Infant Intelligence
Scale, the Kuhlinann- Binet, and the
Griffiths Mental Development Scale.
Sources br tests designed to be used
with infants with sp:cific handi-
capping conditions will be provided
in a later section.

Preschool and School-
Age Intelligence Tests

Most children who are tested for a
handicapping condition will be given
an intelligence test (IQ test) as part
of the assessment process. Klein
states that in general IQ tests define
intelligence as having two attributes,
the "ability (1) to learn from experi-
ence, and (2) to solve problems"
(p. 22). IQ test scores reflect an inter-
action between a child's natural
abilities and his or her life experi-
ences. A child's score may change
over time, especially if the test is
given at a young age. One reason is
that the nature of intelligence changes
as a child matures, with older children
being expected to use abstract reason-
ing not expected of younger children.
Another reason is that such stressful
life experiences as parents getting a
divorce can temporarily make a child
less motivated to learn and thus may
temporarily lower his or her IQ
scores; on the other hand, such posi-
tive life experiences as being placed
in an appropriately challenging edu-
cational program can increase a
child's scores. However, by age 8
most children's IQ scores will be
close to those they will have as
adults.

Both Klein (1977) and Wodrich
(1984) review the two most commonly
used IQ teststhe Stanford-Binet and
the Wechsler. Wodrich describes the
tests in detail and gives examples of
test items. Klein provides an easy-to-
understand explanation of how the
tests are scored. For both tests, a
score of 90 to 109 is normal or average,
meaning that half the people taking
the test will score in that range. A
lower score is below average and a
higher one is above average.

The Stanford-Binet can be used with
both preschool and school-age chil-

dren and is usually administered to
children between the ages of 2 and 8.
Examples of what is required include
remembering where an object was
hidden, building a four-block tower
to match an existing tower, explaining
the uses of common objects, and
identifying by name pictured objects.
One disadvantage of the Stanford-
Binet is that it gives only an overall
score, assessing general thinking and
problem-solving ability and does not
provide subtest scores about particu-
lar strengths and weaknesses. Some
items are culture-specific so the test
is best suited for middle-class English-
speaking children. It may not provide
a fair assessment of bilingual or bicul-
tural children. Depending upon the
child's age, the test requires vision,
eye-hand coordination, hearing and
speech.

The Wechsler has separate forms for
preschool and school-age children.
The preschool form is called the
Wechsler Preschool and Primary Scale of
Intelligence (WPPSI), and the school-
age form is called the Wechsler Intelli-
gence Scale for ChildrenRevised
(WISC-R). The WISC-R is the test
most likely to be used to assess the
cognitive functioning of school-age
children. It has six verbal and six
performance subtests. In each case,
five tests are always administered
and the sixth is optional.

Some examples of items similar to
but not exactly the same as WISC-R
items are provided by Wodrich. For
the verbal scales these include the
following: "During what month is
Christmas?" "How are a river and a
lake alike?" "If four doughnuts cost
60 cents, how much would six
doughnuts cost?" "What is a cow?"
"What are some reasons why we
should not steal?" For the perfor-
mance scales, the child is asked to
identify a missing element in a picture
of a common object (the picture
might show a baby carriage with a
wheel missing), to arrange a series of
scrambled pictures into a logical
story, to reproduce the design of
several blocks, to rearrange pieces of
an object to make a picture, and to
copy symbols associated with specific
marks or numbers. The verbal scales
are read orally to the child, who
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answers orally. The performance
scales require the child to physically
manipulate objects.

Wodrich also describes the McCar-
thy Scales of Children's Abilities, an
intelligence test designed for children
21/2 to 8 years old. It has a cognitive
index made up of three subtests:
verbal, perceptual/performance
(nonverbal thinking and problem
solving), and quantitative (number
knowledge and reasoning). It also
contains a memory and a motor
index. The perceptual/performance
subtest can be used with preschool
children who are bilingual, bicultural,
or have specific language or visual
problems. The test is preferred to the
Stanford-Binet if a child within the
specific age group is thought to be
learning disabled. It should not be
used with children who are severely
retarded. Other preschool-age tests
mentioned by Klein are the Merrill-
Palmer Scale and the Minnesota Pre-
school Scale.

Problems with
10 Tests

Both handicapped and minority
children with normal intelligence
may receive below normal scores on
intelligence tests. One reason is that
norm groups often consist entirely of
white middle-class, nonhandicapped
students. Even when minorities and
handicapped students are included
in the norm group, because they are
included in comparatively small
numbers, the children are still primar-
ily being compared to nonhandi-
capped and nonminority children.
Another reason is that many test
items require familiarity with middle-
class values and experiences. Chil-
dren who do not have such experi-
ences may obtain a lower score for
reasons other than their intelligence.
Even items that appear on the surface
to be nonbiased are not necessarily
so. For example, a child who plays
every day with blocks similar to
those used in the Stanford-Binet block-
building task is likely to do better on
the task than a child who has never
played with blocks. Similarly, a child
with normal intelligence who has
eye-hand coordination problems will

have trouble with the block-building
task, but for physical rather than
intellectual reasons.

A review of the issues involved in
nondiscriminatory testing is provided
by Chinn and Kamp (1982). They
also describe the System pf Multicul-
tural Pluralistic Assessment (SOMPA),
a test based on the WISC-R, which
was designed to take into account a
child's handicapping condition and
sociocultural background and thus
to be nondiscriminatory. Duffey,
Salvia, Tucker, and Ysseldyke (1981)
review the various approaches such
as the SOMPA that have been used
to make intelligence testing less
biased and discuss the problems
associated with each. They believe
that the solution lies in abandoning
the use of labels such as mentally
retarded, emotionally disturbed, and
learning disabled and instead asses-
sing levels of skill development. The
results of a test would then provide
information directly applicable to
designing an appropriate educational
program for the child. To date, how-
ever, attempts to ensure fairness of
testing have consisted of adapting
existing measures and changing
procedures to ensure that accurate
and relevant information is obtained.
For example, the Education for All
Handicapped Children Act, the
federal law protecting the educational
rights of handicapped children,
requires that more than one proce-
dure be used to determine the child's
educational program, that the evalu-
ation be made by a multidisciplinary
team including a person knowledge-.
able in the area of the suspected
disability, and that the child be assess-
ed in all areas related to the sus-
pected disability. The full require-
ments of the federal law can be ob-
tained by writing the National Infor-
mation Center for Handicapped
Children and Yout' (NICHCY), P.O.
Box 1492, Washington, DC 20013.

Special Abilities Tests
In addition to IQ tests, there are

special abilities tests. Such tests can
provide valuable information prior to
a full-scale evaluation or can add to
information obtained from an IQ

test. Special ability tests should be
chosen carefully and should never be
used alone as a measure of intelli-
gence. Many are available, not all are
useful. Wodrich describes three such
tests in detail and provides a
summary of several others in
an appendix.

The Bender Visual Motor Gestalt Test
is used to assess visual perceptual
skills and eye-hand coordination.
The child is given nine geometric
figures, one at a time, and asked to
copy them.
The Peabody Picture Vocabulary Test
assesses familiarity with vocabu-
lary words without requiring the
child to speak. The child is shown
four pictures at a time and must
point to (or otherwise indicate) the
one that corresponds to the word
the examiner says. Part of the
reason the test was originally de-
signed was to be used with children
who are nonverbal, mentally re-
tarded and/or have cerebral palsy.
The Detroit Test of Learning Aptitude
measures auditory and visual
memory and concentration.

Klein (1977) briefly describes the
Draw-a-Person or Draw-a-Man test,
the Leiter International Performance
Scale, the Columbia Mental Maturity
Scale, and the Ravens Progressive
Matrices as special tests that
require fewer communications skills,
and for the most part, less motor
coordination than do the Stanford-
Binet or the Wechsler. These tests do
not, however, provide a complete
picture of the child's abilities because
they concentrate on specific skills.

Personality Tests
Both Klein (1977) and Wodrich

(1984) review the personality tests
that can be used to help determine a
child's emotional state. Klein pro-
vides an overview of the reasons that
personality tests are included in the
battery of tests taken by children
with disabilities undergoing assess-
ment. Personality tests provide an
additional dimension to the picture
that emerges from a psychological
assessment. Tests of this kind provide
the child with hypothetical situations
based on real life. The response of
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the child to these situations allows the
psychologist to gather information
about the unique features of the
child's personality. The results of
personality tests should be consid-
ered in conjunction with the observa-
tions of those familiar with the child
(particularly parents) and the results
of other psychological tests. Gener-
ally there are two types of tests:
objective and projective.

Objective Tests
Objective tests are pencil-and-

paper tests containing several
hundred items designed to determine
the child's predominant personality
traits or behaviors. Example items
provided by Wodrich are: "I am often
nervous," "Most days I feel discour-
aged," and "I often hit or destroy
things when I am angry." The child
or the child's parent indicates
whether or not the statement is true.
The test is scored by grouping to-
gether all of the items measuring a
certain trait such as aggression or
depression and comparing the child's
score on these groups of items with
the scores of a norm group.

The most well known objective test
is the Minnesota Multiphasic Personality
Inventory (MMPI), which was origi-
nally designed for use with adults
but can also be used with adolescents.
Separate adolescent norms are avail-
able and must be used in order for
results to be meaningful. The Person-
ality Inventory for Children (PIC) is one
of the few objective tests for younger
children.

Projective Tests
Projective tests provide the child

with a stimulus such as inkblots, a
set of pictures, or incomplete sen-
tences, with the idea that the child's"
responses will reveal his or her
unique view of the world, including
issues of concern and emotional
needs. Another type of projective
test provides instructions for the
child to draw a picture, again with
the idea that the drawing will reveal
information about the child's inner
self.

The inkblot test is a series of nebu-
lous shapes. The child's response to
these shapes has been found to be

related to his or her larger response
to the world. For example, children
who see only the small details in the
inkblot instead of the whole shape
may be overly concerned with small
details in their daily lives. The
Rorschach Test was the first inkblot
test and the one still most commonly
used. The Holtzman Inkblot Technique
is another projective test that may
substitute for the Rorschach.

Picture story tests consist of a
series of pictures of people or animals
in a variety of human situations. The
child is asked to tell a story about
each picture. In interpreting the
results, the psychologist looks for
themes in the child's response. For
example, a child who is concerned
about the illness of a sibling is likely
to respond to many of the pictures
with a story about illness. The most
common picture story tests are the
Thematic Apperception Test (TAT) and
the Children's Apperception Test (CAT).
Other picture story tests are the
Michigan Picture Test, the Tasks of
Emotional Development Test, the Blacky
Pictures, and the Make-a-Picture-Story
Test.

Completion tests consist of a series
of incomplete sentences or stories,
which the child is asked to complete.
Examples of incomplete sentences
are: "It makes me sad to," "There
are times when," and "My mother
should ." One example of a story
completion test is the Rosenzweig
Picture Frustration Study, which pre-
sents a frustrating situation in cartoon
form. The statements of one character
are left blank for the child to fill in.

Drawing tests require the child to
draw pictures. In one such test the
child is asked to draw a person and
then to draw a person of the opposite
sex. In another, the child draws a
whole family; and in still another, a
house, a tree, and a person.

Each of these tests can provide
useful information about a child's
needs and concerns. Each test, how-
ever, relies heavily upon the inter-
pretations of a psychologist, and
thus requires that he or she be well
trained, experienced, and competent
in using the particular technique.
The tests must be interpreted cau-

tiously and used only in conjunction
with other sources of information
about the child.

Testing and
Specific Handicapping
Conditions

A number of authors discuss issues
involved in testing children with
specific handicapping conditions.
Haring (1982) provides a section on
assessment for each of the handicap-
ping conditions discussed in his
book. Other sources of information
are provided in the following discus-
sion.

Mental Retardation
An IQ score below 69 indicates

that a child may be mentally retarded.
However, a low IQ score in itself is
not sufficient for a diagnosis. A child's
adaptive behavior must also be mea-
sured. Adaptive behavior refers to a
child's ability to carry out everyday
living skills such as dressing, eating,
washing, playing, functioning inde-
pendently, and cooperating with
others. Several instruments have
been developed to measure age-ap-
propriate behavior in such skills.
These include the Vineland Social
Maturity Scale, the American Associa-
tion on Mental Deficiency's (AAMD),
Adaptive Behavior Scales, and the Adap-
tive Behavior Inventory for Children.
The first two are described by Wod-
rich (1984, pp. 67-72). Two further
sources of information about adaptive
behavior are Mulliken and Buckley
(1983, pp. 53-89) and Sternberg and
Adams (1984, pp. 53-89). Mulliken
and Buckley provide a brief summary
of 30 adaptive behavior instruments.
Sternberg and Adams provide a
more extensive review of 14 instru-
ments.

Huberty, Koller, and Ten Brink
(1980) review state definitions of
mental retardation. They discuss the
importance of measuring adaptive
behavior and the need for uniform
standards across states. The issue
of adaptive behavior and non-
discriminatory testing is discussed in
an article by Slate (1983). She reports
the results of a research study that
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compared the use of the Vineland, the
Adaptive Behavior Inventory for Chil-

dren, and the Behavior Rating Profile
with white and black children from
four socioeconomic levels. The Adap-
tive Behavior Inventory for Children was
shown to be the least discriminatory
of the three instruments.

A low overall IQ score and a row
overall score on adaptive behavior
are still not enough evidence to label
a child as mentally retarded. In addi-
tion, the child should show "signifi-
cantly delayed development across
all measured psychometric areas"
(Wodrich, 1984, pp. 73). If the child
is functioning well in one or two
areae, his or her low scores in the
other areas may be because of poor
motivation, a specific learning disa-
bility, or another disability besides
mental retardation. School-age chil-
dren also need to be given an indi-
vidually administered achievement
test. A child who shows an ability to
achieve well academically is not
mentally retarded even if his or her
other test scores are low.

Learning Disabilities
Wodrich (1984) discusses assess-

ment as it relates to learning disabled
preschool (pp. 78-81) and school-age
(pp. 110-119) children. Learning
disabled children have disabilities in
specific areas such as reading, writ-
ing, or arithmetic and because of
these disabilities have lower achieve-
ment records than would be expected
from their overall IQ score. At the
preschool level the children are apt
to have problems in either language
or visual perceptual-motor function-
ing. The WPPSI and the McCarthy are
better IQ tests than the Stanford-Binet
for learning disabled preschool chit-
dren because they provide informa-
tion about the particular areas in
which the child is having difficulty.
School-age children should be given
an intelligence measure such as the
WISC-R, which measures overall
ability and at the same time provides
information about specific dis-
abilities. They also must be given an
individual academic achievement
test to measure whether their achieve-
ment level is lower than expected
based on their IQ score. Further

sources of information about diag-
nosing learning disabilities are avail-
able in NICHCY's publication News
Digest (June, 1985). For a free copy,
write NICHCY, P.O. Box 1492,
Washington, DC 20013.

Emotional Disturbance,
Mulliken and Buckley (1983, pp.

197-201) and Garwood (1983, pp.
377-385) discuss some of the issues
involved in testing emotionally dis-
turbed children. Both authors point
out that there is a close relationship
between emotional and cognitive
development and that children with
emotional problems often also obtain
lower than average IQ scores. Mulli-
ken and Buckley state that the
examiner must go to extra lengths to
ensure a calm testing environment,
that several short sessions rather
than one long session may help the
child perform to the best of his or her
ability, and that providing variety in
the situation, for example by some-
times talking softly and sometimes
talking in a louder voice, may help
the child stay on task.

Hearing Impairment
By the nature of their disability,

children with hearing impairments
have limited, if any, exposure to
verbal language. Thus, because ver-
bal linguistic skills are such a large
part of intelligence tests, these chil-
dren may be improperly diagnosed
a mentally retarded, unless special
care is taken when they are tested.
Lowenbraun and Thompson (1982)
discuss the issues involved in testing
hearing impaired children. They
suggest that the Bayley Scales of Infant
Development, the Uzgiris-Hunt Ordinal
Scales of Psychological Development,
and the Smith-Johnson Nonverbal Per-
formance Scale can be used with pre-
schnol hearing impaired children.
The WISC-R, in conjunction with the
Hiskey-Nebraska Test of Learning Ap-
titude can be used with school-age
children. Other tests discussed by
the authors are Ravens Progressive
Matrices, the Leiter International Perfor-
mance Scale, and the Nonverbal Test of
Cognitive Skills.

Zieziula (1982) provides a com-
prehensive summary of commonly

used tests, with information about
their appropriateness for use with
hearing impaired people. His sum-
maries include information on relia-
bility, validity, and norms. He also
provides sources for obtaining further
information about the tests. In Ap-
pendix A, Garwood (1983), provides
a brief description of tests that can be
used with preschool hearing impaired
children.

Visual Impairment
DeMott (1982) discusses assess-

ment of visually impaired children.
Two considerations in testing these
children are (1) the materials must be
presented in a form the child can use
(large print, braille, or orally) and (2)
items that require visual knowledge
(such as "describe the evening sky")
must be eliminated or modified.
Modifications are sometimes made to
tests such as the W1SC -R. In addition,
tests specifically developed for visu-
ally impaired children are available.
One such test is the Perkins-Binet Tests
of Intelligence for Blind Children. Tests
for use with preschool visually im-
paired children are briefly described
in Garwood's (1983) Appendix A.

Severe Handicaps, Multiple
Handicaps, and
Deaf-BlinIness

Severely handicapped, multiply
handicapped, and deaf-blind children
present special testing problems.
Few tests have been developed to
meet their special needs. Standard-
ized tests can be adapted for use
with these children but then com-
parisons with the norm group cannot
be made. Mulliken and Buckley
(1983) discuss a procedure called
"testing the limits" where the child is
first tested using standard procedures
and then retested this time with
adaptations being made to help a
particular child respond to the best of
his or her abilities.

One caution provided by a number
of authors writing on the topic of
testing severely handicapped chil-
dren is that they must not be given
tests designed for nonhamlicapped
infants.

Mulliken and Buckley (1983) in-
clude a chapter on assessing multiply

6

14 (" 11... i

e

e

I



handicapped. and developmentally
disabled children in each of the fol-
lowing areas: cognitive skills,
psychomotor skills, social develop-
ment, emotional disorders, com-
munication, and educational achieve-
ment. At the end of each chapter is a
list of assessment measures with a
brief description of each. Sternberg
and Adams (1982) include a chapter
on assessment of severely and pro-
foundly handicapped children in-
cluding a comprehensive summary
of 14 adaptive behavior instruments
(see the section on mentally retarded
students for a brief description o;
adaptive behavior measures). Ben-
nett, Hughes, and Hughes c1979)
discuss the use of three tests with
deaf-blind children: the Deaf-Blind
Program and Ability Screening Test, the
Peabody Intellectual Performance Scale,
and the Ca llier-Azusa Scale.

Further information about assess-
ment techniques is provided in an
article by Hupp and Donofrio (1983).
They provide a model of assessment
which is tailored to the student's
instructional programming needs
and emphasizes the importance of
carefully planning the assessment
based on prior observations of the
child and discussions with the par-
ents and teachers. The problem of
adequate training for school psychol-
ogists is discussed in an article by

Irons, Irons, and Maddux (1984).
They suggest that instructional pf
sonnel should be more directly in-
volved in the assessment process of
severely handicapped children.

Communication Disorders
Russell (1984) discusses problems

of assessing children with communi-
cation disorders. These vary de-
pending upon the cause and the
severity of the disorder. However,
tests may need to be selected that
require only a yes-no response, which
can be signaled by the child in a
variety of ways. As mentioned previ-
ously, standardized tests can be
adapted to the needs of a particular
child but such adaptations make
comparisons with the norm group
impossible. Mulliken and Buckley
(1983) provide a chapter on com-
munication disorders, including a
brief discussion of assessment.
Langdon (1983) discusses assessment
of bilingual language disordered stu-
dents.

Interpreting
Test Results

Psychological testing can add to
the information obtained about a
child's ability to function in a variety
of situations. Such information is
valuable only if it is used as a basis

for helph the child function better
in those areas v 4re problems are
found. Wodrich (1984) provides the
following advice for evaluating the
usefulness of test results. The test
-findings should address the referral
question. For example, if the referral
question concerned the child's readi-
ness for kindergarten, the report
describing the findings should an-
swer the question directly, discussing
the child's abilities to function in
kindergarten based on the findings.
The findings should be interpreted
into a meaningful statement about
the child rather than simply describe
the child's test scores. They should
be written clearly so that people not
familiar with the jargon of psycholog-
ical testing can understand them.
The ...tport should make suggestions
about what actions should be taken
to help the child make any needed
changes. For example, if a child is
found to have a short attention spi.n,
the report might suggest particular
games or exercises for increasing
concentration. Finally, Wodrich
reminds the reader that standard
acceptable procedures must be used
in administering psychological tests
and that the limitations "(such testing
must be acknowledged. Such tests
can be a useful tool if used as a part
of a total, comprehensive assessment
process.
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Children with
Handicaps, Parent
and Family issues:
A Guide to Readings

The birth of a child with a handicap
or the discovery that a child has a
disability can have profound effects
on a'family. On a regularbasis, the
National Information Center for
Handicapped Children and Youth
responds to letters from parents
asking for advice on dealing with the
pressures involved in raising a child
with a handicap. The purpose of this
issue of the News Digest is to give
parents and the professionals who
work with them a guide to literature
that will be helpful in understanding
the problems and developing solu-
tions.

When parents find out that their
child is handicapped, they begin a
process of adjustment. For each
family the experience is both unique
and shared. How they react depends
upon their own unique makeup; the
attitudes and behaviors of family

members, friends, and the larger
society; and the child himself. How-
ever, certain feelings and reactions
have been found to be shared by
most parents as they learn to accept
their handicapped child. These have
been written about by both parents
themselves and by researchers.

Initial reactions are similar to the
reactions a person has with other
traumatic events. The parents' reac-
tion to having a child with a handicap
is in part the product of earlier ex-
periences. Several articles state that
during pregnancy parents imagine
their ideal child and when they learn
that their child is handicapped, they
must grieve over the loss of the imag-
ined child before they can become
attached to the real child. Bristor
(1984) is one source of information
about this idea.

Many authors have described the
progression of feelings experienced
by parents upon learning that their
child is handicapped. Parents' initial
reactions are often shock, disbelief,
disorganization, and confusion,

which may be accompanied by phys-
ical symptoms such as numbness,
nausea, headaches, and fainting.
This acute state of anxiety and stress
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is usually brief and is followed by a
period a' denial, where parents may
not hear what is being said to them
or may distort what they hear. During
this period they may alternate be-
tween hope and despair or may avoid
feelings altogether. A common reac-
tion is to believe that the problem
will simply disappear or that a magi-
cal cure will take place.

As parents begin to accept the
reality of the situation, they often feel
intense anger which may be directed
toward self, spouse, medical person-
nel, God, and others; a need to find
someone to blame; guilt about having
such angry feelings and guilt about
past actions that may have harmed
the child. Other feelings include a
sense of helplessness, self-pity, self-
doubt, sadness, loneliness, a loss of
interpersonal warmth, and fatigue.

These feelings were written about
by Smith (1984) from the perspective
of a parent who has experienced
them herself and who has talked
with many other parents who have
described their own feelings.
Dougan, Isbell, and Vyas (1979) also
write as parents about their own
experiences and feelings. They write
short vignettes about a variety of
topics, including the shock and grief
they felt when they first found out
that their child was handicapped.

Articles for family therapists de-

scribing from a research point of
vie-- many of the same feelings de-
sc din the articles by parents
w :overed by Fortier and Wanlass
(190 and Bristor (1984). They discuss
the sages that families go through in
adjusting to having a handicapped
child. Fortier and Wanlass describe
five stages from impact to closure;
Bristor describes six stages from
initial awareness to transcending the
loss.

Several articles discuss chronic
sorrow and periodic reoccurrences of
intense feelings of loss. Shafer (1983)
describes initial feelings of grief and
says that these feelings tend to re-
occur when the child reaches de-
velopmental milestones, such as the
time for walking, entry into a special
school, and the 21st birthday. This
view also is expressed by Hamilton
(1977), the mother of a retarded child
who writes about feelings of anger,
guilt, and shame.

These feelings can be intense and
overwhelming and it is important for
parents to know that they are normal
and acceptable. They need to be able
to express their feelings to someone
who understands what they are
going through. This can be accom-
plished by talking to another parent
of a handicapped child, by joining a
group of parents who have had simi-
lar experiences or by talking with a
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Parents of handicapped children not only
need emotional support but they also need
information. They need to know about their
child's handicapping condition, about what
services are available, and about what they can
do to help their child develop to the fullest extent
of his or her capabilities.

professional counselor who under-
stands the nature of the loss the
parents are experiencing. For infor-
mation about parent groups in local
areas, write the National Information
Ce:iter for Handicapped Children
and Youth (NICHCY), PO Box 1492,
Washington, DC 20013.

Some guidelines for therapists
working to help parents during the
grieving process are provided by
Fortier and Wanlass (1984) and Bristor
(1984). Smith describes 20 construc-
tive actions parents can take to help
themselves during the adjustment
process. In addition to joining a
parent group, these include talking
with mates and other significant
persons, taking one day at a time,
seeking information, keeping daily
routines as normal as possible, and
loving and enjoying their child.

Finding Information
and Services

Parents of handicapped children
not only need emotional support but
they also need information. They
need to know about their child's
handicapping condition, about what
services are available, and about
what they can do to help their child
develop to the fullest extent of his or
her capabilities. This information is
sometimes difficult to obtain.

Some parents have difficulty in
obtaining a diagnosis. McGlynn
(n.d.) describes her six-year struggle
to find an accurate diagnosis of her
scn's rare condition, which caused
him to scream in terror every night.
Based on her experiences, she makes

suggestions to help other parents
faced with similar problems. She
suggests that parents keep accurate
records that may provide a clue to
the problem, use the library to re-
search the problem, and find a
specialist who takes them seriously
and will work with them until a
solution is found. She also suggests
that the parents talk to everybody- -
not only to doctors, nurses, pharma-
cists, and teachers, but also to other
parents, friends, neighbors, and
people at work. Somebody may
know somebody who can help. Par-
ents should also evaluate information
based on their own knowledge of the
child. And finally, they should not
give up until they have the informa-
tion they need.

Additional information about the
difficulties parents may encounter in
their interactions with medical pro-
fessionals is provided by Duffy,
McGlynn, Mariska, and Murphy
(n.d.). These authors, who are them-
selves parents of handicapped chil-
dren, write about their good experi-
ences as well as their bad ones.

Information on parents' legal rights
and on some steps they can take to
ensure that their children receive
appropriate educational services are
found in Dougan et al. (1979). Duffy et
al. (n.d.) also discuss steps parents
can take to obtain new services or to
improve existing services. These
include getting to know those in
power and understanding their point
of view, finding out what has been
done in the past, obtaining the sup-
port of other community organiza-
tions, consolidating positive support,

using a reasoned approach, under-
taking a public information campaign
with the help of local media, and
continuing efforts even after success
has been achieved.

Stress and
Family Adjustment

Adjusting to the birth of a handi-
capped child can create stress within
the family. As previously discussed,
the parents must deal with the grief
they feel over the loss of the imagined
child. Parents' individual feelings of
loss can interfere with their ability to
provide support to each other, creat-
ing stress within the marriage. Cop-
ing with uncertainty about the child's
development is another source of
stress. Even when the diagnosis is
clear, there are still many unknowns
such as how the child will respond to
treatment, how friends and relatives
will react, and what types of pro-
grams will be available immediately
and in the future. Financial worries,
the reality of caring for the child, and
difficulties in finding appropriate
services can also create stress.

The research literature on stress
reactions in families with handi-
capped children has been reviewed
by Cmic, Friedrich, and Greenberg
(1983) and Sherman and Cocozza
(1984), who find contradictory re-
sults. For example, some studies
have found that family relationships
deteriorate and others have found
that they are strengthened by having
a handicapped member. Both sets of
authors conclude that the different
findings are partly because of prob-
lems in research methodology and
partly because of differences in family
situations. Both provide evidence
that social and community supports
can reduce the stress experienced by
families. Such supports include fam-
ily members and friends who like the
child and assume some of the care-
taking responsibilities; positive com-
munity attitudes about handicapped
persons; the availability of services
such as parent support groups, res-
pite care, and appropriate educa-
tional programs; and referral services
that help match parents with needed
services immediately following the
diagnosis.
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Family coping resources also influ-

according to Cmic et al. Such re-

sources

how families react to stress

sources include energy/health/
morale, problem-solving skills, sup-
portive relationships, financial re-
sources, religious beliefs, and feelings

of self-efficacy.
Personal examples of how the

support of family,. friends, service
providers, and community can help
families make a positive adjustment
to living with their handicapped
child and establish a normalized
routine can be found in Dougan et al.
(1979) and Duffy et al. (n.d.).

Examples of how a family therapist
can provide support during times of
stress are given in the Family Life
section of Exceptional Parent. A
therapy session is described in the
February 1982 issue in which the
parents and maternal grandparents
of Jill, an infant with cerebral palsy,
discuss the problems they have had
in communicating with each other
since Jill's birth. The grandparents
want to help find a program for Jill
but their efforts are seen as interfer-
ence by the parents, who are feeling
isolated from each other and over-
whelmed by the responsibilities of
caring for a handicapped child.

In another session described in the
August 1982 issue, the parents of
two boys--John, a 20-year-old who
has cerebral palsy and Jerry, a tenth-
grade student who is not handi-
capped, talk with a therapist about
their problems in helping Jerry choose
the right school program. In a sepa-
rate session Jerry discusse., his prob-
lems with his parents, with having a
handicapped older brother, and with
school.

In the Apri11984 issue, a divorced
mother talks about hcw difficult iris
for her to raise Billy, her learning
disabled son and how she would like
more support from Billy's father. In a
separate session, Billy's father dis-
cusses his own problems in being a
part-time parent.

In all three of these cases, the
family therapist was able to help the
family members understand and
accept their own confusing feelings,
to communicate better with each
other, and to take some concrete
actions to reduce family stress.

A growing awareness that the adjustment to the
special needs of a handicapped child influences
all family members has resulted in literature and

programs being developed especially for fathers,
siblings, and grandparents.

The impact of having a handi-
capped child on the family system is
discussed by Perske (1981). He says
that although some families grow
closer as a result of their handi-
capped child, others do not. Some
families blame their handicapped
member for all the problems they
have and play games such as "he-
broke-us-up," "he's-our-master,"
and "it's-all-his-fault." The author
also discusses some of the good and
bad aspects of being the sibling of a
handicapped child.

A growing awareness that the
adjustment to the special needs of a
handicapped child influences all
family members has resulted in liter-
ature and programs being developed
especially for fathers, siblings, and
grandparents. In a study of fathers'
involvement in early childhood edu-
cation programs, Markowitz (1984)
conducted telephone interviews with
the directors of 15 early education
programs. She found that fathers
participate in program activities
when special efforts are made to
include them. These include schedul-
ing meetings to accommodate their
work schedules, contacting them
personally, including topics of par-
ticular interest to them, and having
male staff members. She also found
that the fathers' involvement in
program activities resulted in positive
changes within the family.

One program for fathers described
by Markowitz is also described in
greater detail by Vadasy (1982). This
program consists of two-hour Satur-
day sessions for fathers and their
young handicapped children. The
fathers have an opportunity to dis-
cuss common parenting issues, to
hear guest speakers, and to learn
games and activities that they can

carry out with their children. The
curriculum was developed by the
University of Washington's Support-
ing Extended Family Members
(SEFAM) program and is available to
other groups that are starting a pro-
gram for fathers. SEFAM is also
developing programs for siblings and
grandparents.

Extensive information about how
parents and professionals can help
the siblings of handicapped children
is provided by Powell and Ogle
(1985). They review the research
literature on the sibling relationship;
describe some of the special needs
and concerns of siblings; describe
strategies parents can use to provide
information and emotional support
to siblings; discuss the use of coun-
seling; provide strategies for en-
couraging social interaction; and
discuss siblings as teachers, at school,
and as adults. They also include a list
of books that can help children and
young adults adjust to having a
handicapped brother or sister. A
second list gives the names, ad-
dresses, and telephone numbers of
organizations that provide support to
parents and siblings of handicapped
children.

One such organization is the
Sibling Information Netw'rk, which
publishes a newsletter and serves as
a "clearinghouse of information,
ideas, projects, literature, and re-
search regarding siblings and other
issues related to the needs of families
with handicapped members." In
addition to disseminating informa-
tion, the network provides a way for
members with similar interests to
contact each other. Another such
organization is Siblings for Significant
Change. It is a sibling membership
organization that disseminates infor-
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Part of the adjustment process in having a
handicapped child is preparing for the future.
Depending upon the nature of the child's handicap,
special training may be needed so that he or
she will be able to function as independently as
possible as an adult. :

mation, conducts conferences and
workshops, and promotes greater
public awareness of the needs of
handicapped persons and their
families.

Help for grandparents is available
in the form of a newsletter published
by the King County (Seattle, Wash-
ington) Association for Retarded Citi-
zens. The newsletter, called Especially
Grandparents contains articles on
topics of concern to grandparents
and is designed to help them cope
with the special challenges they face.

Preparing for
the Future

Part of the adjustment process in
having a handicapped child is pre-
paring for the future. Depending
upon the nature of the child's handi-
cap, special training may be needed
so that he or she will be able to func-
tion as independently as possible as
an adult. Moon and Beale (1984)
outline some steps parents can take
at the elementary, middle, and high
school levels to ensure that their
children learn the skills they will
need to obtain employment after
they have completed school. These'
include teaching the child to meet his
or her own personal care needs and
to perform household chores; pro-
viding him or her the opportunity to
interact with a wide range of people
in all kinds of settings to encourage
the development of appropriate
social skills; creating opportunities
for the young child to learn about
workers and what they do; and help-
ing the older child find work after
school, on weekends, and in the
summer. In addition, Moon and

Beale discuss the parents' role in
working with the schools and the
local rehabilitation agency to ensure
that their child's educational program
includes appropriate job training and
to plan for his or her future employ-
ment.

Several publications discuss future
employment opportunities for handi-
capped children. Smith-Davis (1983)
provides an overview of the employ-
ment situation for handicapped
youth. She discusses employment
trends, the need for interagency
collaboration, the role of business
and industry in expanding oppor-
tunities for handicapped workers,
the implications of the Job Partner-
ship Training Act passed by Congress
in 1982, adaptations colleges are
making to accommodate handi-
capped students, and career paths
in the arts.

Some approaches that have been
developed to provide employment
opportunities for severely handi-
capped persons are reviewed in the
National Information Center for
Handicapped Children and Youth's
(NICHCY) January 1984 newsletter
and in HEATH Resource Center's
March 1985 fact sheet.

NICHCY's newsletter describes
suitable methods for training severely
handicapped persons to function
successfully at work and reproduces
a checklist of work skills developed
by Egan, Fredericks, Hendrickson,
Peterson, and Moore (1983). The list
can be used to help determine the
skills a handicapped person already
has and those he or she still must
develop in order to enter and remain
in the competitive work force. The
newsletter also describes several

programs across the country de-
signed, to train and provide support
to severely handicapped workers
and to encourage businesses to hire
such workers.

Other models of supported em-
ployment programs are described in
the HEATH Resources Center's fact
sheet. The fact sheet also provides
information about postsecondary
education, recreational, and residen-
tial programs for severely handi-
capped persons over the age of 21.
The names and addresses of organi-
zations that either provide programs
themselves or disseminate informa-
tion about available opportunities are
included.

Although employment oppor-
tunities are increasing for handicap-
ped persons, many will need some
type of continued support through-
out their lives. They may need both
financial support and a legal guardian
to protect their interests. Parents
need to plan how this support will be
provided after they die. Two sources
of information on such planning are
Hermanson (1984) and Appolloni
and Cooke (1984). Hermanson pro-
vides a brief review of the steps par-
ents should take in planning their
estate. These include finding a lawyer
who is experiences and knowledge-
able in planning for .....-.,. future needs
of handicapped children, evaluating
the child's needs and deciding what
kind of care should be provided,
determining what funds will be
needed, and planning how the funds
will be transferred to the child. Ap-
polloni and Cooke provide a com-
prehensive discussion of guardian-
ship and estate planning. Among the
topics discussed in their book are:

A trend for the government to
cut back on human services pro-
grams, resulting in the need for
improved strategies on the part of
parents and advocates to provide for
the future needs of handicapped
persons.

Legal considerations in appbint-
ing a guardian.

Options for living arrangements
such as shared living arrangements
or institutional placement, group
homes, foster families, and options
for persons to serve as guardians
such as siblings, friends, legal ad-
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visors, bankers, and public or private
agencies.

Methods for writing wills that
will provide for the care of the handi-
capped person and safeguard his or
her entitlement to government bene-
fits.

Considerations in determining
whether or not a particular handi-
capped person needs a guardian
and, if so, whether a full or limited
guardian is needed. This discussion
includes a list of the types of decisions
a person needs to be able to make in
daily life and methods for determin-
ing whether or not help is needed in
each of the areas.

Recent developments in guard-
ianship models, including an explana-
tion of public and corporate guard-
ianihip and a description of several
existing programs. The programs
described include public programs
developed in California and in
Alberta, Canada, and several private
programsThe Foundation for the
Handicapped in the state of
Washington; the Guardianship,
Advocacy, and Protective Services
program in Oregon; the Oakdale
Guardianship Program in Michigan;
and Crossroad Services Program in
Iowa. Each program is different but
each helps parents plan for the future
care of their handicapped child and
acts as a replacement parent after

As parents plan for the practical aspects of caring
for their handicapped child in the future, they

should also consider the emotional aspects.

they have died. Some services include
assisting the handicapped person in
such areas as obtaining government
benefits, maintaining suitable living
arrangements, making purchases,
entering into contracts, and obtaining
appropriate educational services;
managing trusts; monitoring pro-
grams; and advocating for the rights
of the handicapped person.

As parents plan for the practical
aspects of caring for their han4i-
capped child in the future, they
should also consider the emotional
aspects. Dougan et al. describe their
feelings as they watch their handi-
capped children become adults,
obtain jobs, and move away from
home. Konanc and Warren (1984)
discuss the problems families may
have at the time their handicapped
child graduates from high school.
They describe therapy sessions for

three families and provide guidelines
for family therapists working with
families during this transitional
period.

In this issue of the News Digest, we
have reviewed recent literature to
present current thinking in three
problem areas for parents of children
with handicaps. We have cited tips
for parents as they seek information
and services,have explored patterns
of stress families often face, and have
looked at options for parents as they
plan for their child's future. While
we realize that each family's situation
is different, we hope both parents
and professionals will use this issue
as a data source from which they can
draw current information which can
be applied to a family's own special
needs in caring for their child with a
handicap.
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INFORMATION RESOURCES

For further information on sibling networks contact:

The Sibling Information Network
249 Glenbrook Road, Box U-64
Department of Educational Psychology
The University of Connecticut
Storrs, CT 06268

Siblings for Significant Change
105 East 22nd Street
New York, NY 10017
(212) 420-0430

For information on how you can obtain a free
subscription to Especially Grandparents write or
call (206) 622-9292.

Especially Grandparents
King County ARC
2230 Eighth Avenue
Seattle, WA 98121

Fel- further information on the SEFAM Project write:

Don Meyer
SEFAM
Experimental Education Unit
WJ-10
Child Development and Mental Retardation Center
University of Washington
Seattle, WA 98195
(206) 543-4011
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National Information Center for
Handicapped Children and Youth
Box 1492
Washington, D.C. 20013
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TOLL FREE NUMBERS

SOURCES OF HELP AND INFORMATION

LIST OF AVAILABLE INFORMATION
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TOLL FREE NUMBERS CONTINUED. . .

Abuse/Neglect Hotline (800) 652-1999

American Cancer Society (800) 642-8116

American Heart Association (800) 642-8400

Arthritis Foundation (800) 642-5292

Contact Inc. (800) 228-3225

Diabetes - American Association State Chapter (800) 642-1267

Epilepsy Information Line (800) 542-7054

Feld ?rescripticn Service (800) 642-1455

Hearing Helpline (800) 424-8576

HEATH Resource Center (800) 54-HEATH

Hotline for the Handicapped (800) 742-7594

Insurance Hotline (800) 423-8000

International Shriners Headquarters (800) 237-5055

Job Accommodation Network (800) 526-7234

Job Opportunities for the Blind (800) 638-7518

Lawyer Referral Program
(800) 742-3005

Legal Aid Society - Norfolk (800) 672-8319

Legal Aid Society - Omaha (800) 642-8223.

Legal Service Office - Beatrice (800) 742-7389

Legal Service Office - Scot bluff (800) 682-5113
1`

Legal Service Office - trcirth Platte (800) 662-2907

Legal Service Office - Grand Island (800) 742-7456

Legal Service Office - Lincoln (800) 742-7555

Library for the Blind & Physically Handicapped - North Platte (800) 742-7691

Library for the Blind & Physically Handicapped - Lincoln (800) 742-7691

i 3 2
E -2



TOLL FREE NUMBERS CONTINUED . .

National Center for Stuttering

National Crisis for the Deaf

National Down's Syndrome

National Easter Seal Society

National Kidney Foundation

Nebraska ChildFind

Nebraska Diagnostic Resource Center

Nebraska Special Olympics

Parent Assistance Line

Social Security Hotline

Spina Bifida Hotline

Spinal Hotline

Sudden Infant Death Syndrome

Task Force on Education for the Handicapped

E-3

(800) 221-2483

(800) 446-9876

(800) 221-4602

(800) 221-6827

(800) 642-1255

(800) 742-7594

(800) 652-0033

(800) 247-0105

(800) 642-9909

(800) 642-8310

(800) 621-3141

(800) 526-3456

(800) 742-7844

(800) 332-4433



National Information Center
for Handicapped Children and Youth

P 0 SOX 1492

WASHINGTON. D,C. 20013

SOURCES OF HELP AND INFORMATION

There are a number of sources for more information on handicaps and related issues.
This section describes some of the things you can have sent to you.

DISABLED USA

President's Committee on Employment
of the Handicapped

Washington, D.C. 20210.
(Published Monthly)

Reports progress in opportunities for
people with disabilities and
developments in rehabilitation and
employment.

THE INDEPENDENT

Center for Independent Living,
2539 Telegraph Avenue
Berkeley, CA 94704
(Published quarterly)

Articles about disabilities and up-to-
date information on independent living.

REPORT

The National Center for a Barrier
Free Environment

1015 15th Street, N.W. Suite 700
Washington, In 2o005
(Published bi-monthly) 10'

News about legislation related to

accessibility, news briefs and summaries
of articles and books mainly concerned
with barriers.

SIBLING INFORMATION NETWORK NEWSLETTER

Department of Educational Psychology
Box U-64
University of Connecticut
Storrs, CT 06268

lip

Research and literature reviews,
meetings, family relationship
information of interest to siblings of
youth with handicaps.

THE EXCEPTIONAL PARENT

The Excep?ional Parent
296 Boylston Street
3rd Floor
Boston, MA 02116

(Published eight times yearly)

Emphasis on education, diagnosis;
attitudes, care; covering all handicaps,
it is directed toward parents.

THE GREEN SOURCE BOOK -- NATIONAL
DIRECTORY OF PRODUCTS AND SERVICES FOR
THE DISABLED (Formerly tntitltd GREEN
PAGES)

Source Book Publications
P.O. Box 1586
Winter Park, FL 32789
(Published annually)

Annual Directory of products and
services. Subscription includes an
occasional newsletter, "Green Papers,"
with legislative information and stories
about people with handicaps.

UPFRONT

Mafex Associates, Inc.
90 Cherry Sheet, Box 519
Johnstown, PA 15907
(Published 11 times a year)

A newspaper for and about physically and
mentally disabled people.
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INFORMATION ABOUT HANDICAPPING CONDITIONS

Writs to these agencies for information about all handicapping coditions.
Specify exactly what you are interested in. Organizations dealing with specific

handicapping corlitions are listed on individual fact sheets.

American Civil liberties Union
132 West 43rd Street
Nev: York, NY 10036

American Genetics Association
818 18th Street, NW
Washing1_1, DC 20036

Council for Exceptional Children
1920 Association Drive
Reston, VA 22091

Developmental Oisabilititos Office
U.S. Department of Health and Human

Services
200 independence Avenue, SW
Room 338E
Washington, DC 20201

Human Resources Center
I.U. Willits Road
Albertson, NY 11507

Library of Congress
Division for Blind and Physically

Handicapped
1291 Taylor Street, NW
Washington, DC 20542

National Easter Seal Society
2023 West Ogden Avenue
Chicago, IL 60612

National Rehabilitation Association
633 South. Washington Street
Alexandria, VA 22314

Office for Handicapped Individuals
U.S. Department of Health and Human

Services

200 Independence Avenue, SW
Washington, DC 20201

Office of Rehabilitation Services
U.S. Department of Education
Switzer Building
330 "C" Street, SW
Washington, DC 20202

President's Committee on Employment
o; the Handicapped

Washington, DC 20010

President's Committee on Mental
Retardation

Washington, OC 20201

Special Ethc:Olen Programs
U. S. Department of Education
Switzer Building
330 "C" Street, SW
Washington, DC 20202
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National information Center
for Handicapped Children and Youth

LIST OF AVAILABLE INFORMATION PO. BOX 1492

WASHINGTON. O.C. 20013

STATE SHEETS

Available for each state and territory and the District of Columbia, the
State Sheets provide names and addresses of public agengies and other
groups who are concerned with handicapped children and youth. Each

State Sheet is also accompanied by a Public. Agencies sheet that describes
the purposes and activities of each agency or organization. Updated yearly.

GENERAL INFORMATION

Sources of help and information that pr3vido general information
about handicapping conditions and related issues, this list
includes organisations and publications of special interest.

FACT SHEETS ON HANDICAPS

Each sheet contains a description of the handicapping condition, statistics
on prevalence, educational implications and references and resources for
further information. Currently the following topics are availaole:

Autism
Cerebral Palsy
Deafness and Hearing Impairments
Down's Syndrome
Emotional Disturbances
Epilepsy
Learning Disabilities
Legal Definitions of Handicapping

Conditions

mental Retardation
Physical Disabilities and Soecial

Health Problems
Severe Handicaps
Speech and Language Impairments
Spina Bifida
Visual Impairments

LEGAL INFORMATION

An information package that contains fact sheets on the rights of children
with handicaps, primarily related to education. Basic information includes
the topics of assessment, due process, individualized educational programs,
the special concerns of minority children with handicaps, resources for
legal advice and support, and a listing of regional offices of the Office
of Civil Rights.

PARENT INFORMATI.ON

An information packet that contains information on direct services for
children, advocacy and parent support groups, and accenting a child's
handicap.

TEACHER/PARENT INFORMATION

An information packet that includes topics of implications for teaching
children with specific handicaps, attitudes and expectations, team
teaching, the teacher/parent relationship, classroom management, and
sources of teaching materials and further information.

STUDENT INFORMATION

An information packet that includes brief descriptions of careers
serving children and youth with handicaps through special education
and related services, locations of personnel preparation programs,
and cources of financial aid.
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APPENDIX F

PAMPHLETS RELATED TO SCHOOL REFERRAL PROCESS

HANDICAPPED CHILDREN: THEIR RIGHT TO AN EDUCATION

EDUCATION FOR HANDICAPPED CHILDREN

GUIDE TO YOUR CHILD'S DEVELOPMENTAL ASSESSMENT

PAMPHLETS RELATED TO COMPREHENSIVE CASE COORDINATION

NEBRASKA DEPARTMENT OF SOCIAL SERVICES
General Information

Emergency Assistance
Aid to Dependent Children

Disabled Persons and Family Support

WE ARE LOOKING FOR SPECIAL CHILDREN - NEBRASKA CHILDFIND

DIRECTORY OF RECREATION PROGRAMS FOR PEOPLE WITH DEVELOPMENTAL DISABILITIES

NATIONAL IN,FORMA.TION CENTER FOR HANDCIAPPED CHILDREN AND YOUTH
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Some of the most common questions asked
by parents and guardians of handicapped
students are included at the end of each
section of the pamphlet.
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GLOSSARY
Special education programs shall include.

but not be restricted to, the development of
selfrealization, social awareness, economic
usefulness, and civic responsibility.

Special education shall mean educational
experiences and services through the use of
special facilities and special adaptive
classrooms, or either of the same to provide
special instruction or the supportive services
necessary to diagnose, place and maintain
handicapped children in appropriate
programs.

Special facilities and special adaptive
classrooms shall mean those rooms within
school buildings which meet the learning
needs of handicapped children.

Supportive services shall mean all
resources available to the individual to help
meet appropriate educational goals and
objectives, and shall include auxiliary and
resource personnel and materiel and facility
resources.

Related services shall mean only services
required to assist a hand) pped child to
benefit from special education.

Auxiliary and resource personnel shall
mean those persons who have full or part-
time employment as licensed or certificated
resource teachers; speech; language
pathologists; hearing clinicians or
audiologists; professional diagnostic
personnel; supervisory and administ ative
personnel; special reader personnel;
braillists, and orientation and mobility
specialists for the visually handicapped;
physical and occupational therapists;
vocational adjustment and work-study
coordinators; specialized consultants; and
home and hospital instructional personnel.
Aides and paraprofessionalr under the
supervision of licensed or certificated
personnel may be included.

Materiel resources shall mean special
instructional equipment, supplies, and
publications which are necessary forteaching children with specific
handicapping conditions Such equipment
and material shall be restricted to those
items which are identified for instructional
purposes and practices for the specific
handicapping conditions.

140



ELIGIBILITY

Eligibility for Special Education
The local school districts in Nebraska by law

must provide educational services for resident
handicapped children from the date of diagnosis
to age 21. Service may b. provided by the school
district or VI, I till n a combination of school districts,
Educational Service Units, Office of Mental
Retardation programs or other state approved
programs. Each special program must be
approved by the State Department of Education.
The school oistrict pays for the special education
program and may be eligible for rtimbursement of
allowable excess cost by the State Department of
Education.
Children who Benefit from Special

Education
Children who benefit from special education

may have one or more of the following verified
handicapping conditions. visual, speech,
acoustical hearing, orthopedic, behaviorally
impaired, specific learning disability, mental
retardation, educable mentally handicapped or
multiply handicapped severe-profound. These
children may be able to participate in the regular
classroom with special support services, or they
may be served in special facilities or adaptive
classrooms.
How Children Qualify for Special Education

A parent, teacher, principal or specialist may
suspect that a child needs special education. These
concerns should be communicated to appropriate
school officials. Written permission must be
obtained from the parents in order for the child to
receive a diagnostic evaluation. It is the school's
responsibility to obtain this written permission.
The child's needs are determined by school
personnel with analysis and possible verification
of the handicapping conditions made by a
qualified professional multidisciplinary team.

The multidisciplinary team or group of persons
shall include at least one of the student's
classroom teachers or other specialist with
knowledge in the area of the suspected handicap.
The evaluations shall be administered in the
child's native or primary language or mode of
communication (i.e , sign language, finger
spelling, gestures, etc.) and shall be used to assess
the specific areas of educationa!, need of that child
and not be merely general intelligence quotient
tests.
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The multidisciplinary team shall prepare a
written report summarizing the results of the
evaluation. The report shall include a statement of
whether or not the child qualifies as handicapped
with reference to specific categories, the basis for
the decision to qualify the student and a listing of
the team members as defined by state regulation.

The team members may certify in writing that
the report reflects thei,- zonclusion. If it doesn't,
individual team members may submit a separate
statement presenting his or her conclusion. The
statement shall be furnished to the school district
and the parent.

Independent Evaluation
If the parent disagrees with an evaluation

obtained by the school district, a parent/guardian
has a right to request an independent educational
evaluation at public expense. Parents/guardians
should direct inquiries to school officials to
determine if the school district will arrange for
further evaluation at public expense. If school
district officials feel the original evaluation was
appropriate and the parents disagree, a due
process hearing may be initiated. If it is
determined that the original evaluation was
appropriate, the parents still have the right to an
independent educational evaluation at their own
expense. Information on independent evaluators
will be available through the Nebraska
Department of Education or your local school
district.

Each child receiving special education services
shall be assessed every three years, or more
frequently if the conditions warrant. Verification
of permanent conditions need not be repeated.
Written prior notice of a re-evaluation must be
provided to the parent, but parental consent is not
required for a re-evaluation.

ELIGIBILITY
How are handicapped children identified?

Each school district shall identify all children
who would benefit from special education
services.
How are children referred for testing?

A review (screening) of the child's progress must
occur prior to referral and shall include
identification of the learning problems of the child
and consideration of alternative services available.
Must all referrals for diagnosis be made by
school district personnel?

No. Parents or guardians may make a request to the
local school district for (3iagnosis.
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Can a child be identified as hand' capped based on
a single test?

No. A single procedure cannot be used as a sole
criterion for determining an appropriate educational
program for a child.
Who is included on the multidisciplinary team?

The team should include at least one of the student's
classroom teachers or other specialist with knowledge
in the area of the suspected handicap.
Is it possible for me to review the kinds of testsmy
child is taking?

Yes. You have the right to information concerning the
evaluation procedure and tests used for plc ement. You
also have the right to have someone availa bleto explain
the evaluation procedure and the tests or evaluation
procedure used for placement.

INDIVIDUAL EDUCATION PROGRAM
Individualized Education Program (IEP)

The Individualized Education Program (IEP) is a
written statement fora handicapped child that specifies
the special education and related services necessary to
assure that child a free appropriate pubic education.
The IEP shall include a statement of the child's present
level of educational performance, annual goals and
instructional objectives, timelines for services, regular
program involvement, program evaluation and a list of
persons responsible for implementing the IEP. The
resident school district is responsible for initiating and
conducting an IEP conference. The IEP must be in
effect before special education and related services are
provided to a child.

Temporary Placement
A school district may make a temporary placement

with the written approval of a parent or guardian in a
special education program not to exceed thirty (30)
calendar days. With parental permission, an "interim"
IEP, not to exceed 30 days, may be developed which
establishes the specific conditions and timelines for any
trial placement as part of the evaluation process prior to
finalization. At the end of the trial period, a meeting
must be conducted to construct the final IEP. The IEP
shall be implemented as soon as possible following the
IEP conference, and must be reviewed at least annually.

Timelines for IEP's
Within thirty (30) days after a child is diagnosed, a

meeting(s) must be held to develop an IEP, with the
consent and participation of the parent/guardian and
the local school district. Parents/guardians shall be
afforded an opportunity to participate in the planning
conference at a mutually agreed time and place and
shall be afforded alternative opportunities should they
be unable to attend. If the conference must occur
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withotit,the parents being present, the school district
Shall document attempts to include them and such
docuinentation Shall be made part of the IEP record.

IEP Conference
Parents /guardians shall be notified Of the persons

who will be in attendance. The IEP conference shall
include at least the following:
1. A representative of the school district;

-2. The child's teacher;
3. One or both parents/guardians;
4. The child (when appropriate);
5. One member of the multidisciplinary evaluation

team when the child has been evaluated for the
first time; and

6. Other individuals, at the discretion of the
parent/guardian or school district.

INDIVIDUAL EDUCATION PROGRAM
'May I haVe a written:copy of the IEP?

Yes. The school district will provide you with a copy
either after the meeting,or through the ,mail.
-Do I have to sign theIEP?

No. It is not necessary if you are disSatisifed with the
IEP meeting and wish to meet again for more
discusSion.

Yes. Ifyon are satisfied that the IEP meets the,needs
of your child it is a good idea to have a signed document
in effect.
May I invite another person to attend the
meeting?

Yes. It is possible to bring another person butit is
-usually a good idea to inform the school before the
scheduled meeting.
'What services are available for cnildreiv below
:age five?

SerVices vary according to the needs of the child.
Some- of the services may include speech therapy,
physical and occupational therapy, and deVelopmental
skill training through in-home Services or center-based
programs.
Can services for more than one handicapping
condition be written into-the IEP?

Yes . Any combination of services can be writtereinto
the IEP if the team determines they aremecessary for

-the education of the child.
PLACEMENT

Least ReStrictiVe,EnvirOnment Requirements
The child's placement in a special education program

is dependent on the'programmatic needs as outlined in
the Iridividualized Education Program and Must be
determined at least, annually. The 'school district must:
asinire,that, handicapped ahildren; are, educated with
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children who are not handicapped, to the maximum
extent possible. Children. are entitled to have
supplementary aids end services to help them in a
regular edpdational setting. Handicapped children may
be-placed in special classes, separate schools or other
situations outside the regular educational environment
when the nature of the child'S needs require specialized
educational 'techniques which are not available in the
current settings.

Notification of Parents/Confidentiality
Written notice shall be given to the

parents/guardians a reasonable time before a schOol
district:
1. Proposes to initiate or change the diagnosis of a

child; or
2. Proposes to initiate, change or terminate the

educational placement of a child.
This written notice shall include a full explanation of

safeguards understate and federal laW, a description of
the action propoaed. or refused' by: the school district, a
description of the evaluation procedure and a
description of any other factors which have a bearing
on the situation.,

The notice must be written or translated orally to the
parent/guardian irr his or her native language.

Parental' Consent
Parental consent must be obtained by the school:

district be-foie conducting a pre-placement evaluation.
and initial Placement in a 'special education prograni.

Parent Refusal to Consent.
If parents/guardians refuse the evaluation or.

Tie cement, the school district may initiate a hearing. If;
an independent hearing officer or any court decides in
favor of the school district, the school may evaluate;
and/ or place-the student WithOtitparental consent and
mny refuse to; provide or pay for any further
inappropriate educational program.

PlacenwntiiN,,uirements
Srhool. -districts may children in special

education programs prOvided:
1. Written permissiJii is obtained from, the parent or
2. An order is obtained from a-Hearing Officer or'Court

of Jurisdiction.
Ternporary,Placerhents,

A salt:v.1 diatrict May make a temporary placement in
a prograio not to exceed thirty (30) calendar days With
written- approval of parentsor guardians: An
IEP for the 30 day periodshall be prepared prior to the
student's temporary placeMerit.

Independent placeinents
If the school district of residenee has made available

an appropriate special ,ecluOatioil program to
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handicapped child and the child's parents or guardians
choose to place the child in an alternative service
agency, the district is not required to pay for the
student's education in the alternative setting.
Disagreements between parents or guardians and a
School district regarding whether or not the school
district has such a program available, or regarding the
question of responsibility, are subject to due process
procedures.

Residential Placements
Whenever a child must temporarily reside in a

residentiallacility, boarding home, or foster home in
,Order to receive an appropriate special education
program, the State of Nebraska shall provide for the
ordinary and reasonable costof the residential care for
the duratiOn Of, this placement.
Ncrschool district shall make a placement in a special
education proorani 'requiring residential care without
advance consultation with the Nebraska Department of
EdUction. Applications for approval of special
edUcation placements requiring residential care shall
be signed by the parent/g'dordian, submitted, through
the school district and acted upon by the Nebraska
Department of Education within thirty (30) days of its
receipt.

If the appr3ation is denied, the parent/guardian
'shall be proVitied written notification by the Nebraska
;Department of Education of the right to appeal this
decision.

Surrogates
Eachiocal school district shall insure that the rights

of a child are protected by the appointment of a
surrogate when: (1) a parent cannot be identified; (2) the
local school district, after reasonable effortg, cannot
locate the parents; or (3) the child is a Ward of the State
or any Court.

The surrogate may represent the child in all matters
relating to: (1) the identification, evaluation, and
educational placement of ;i child; and (2)-the provision
of a free appropriate public education to the child.

PLACEMENT
;How is my child placed in a special education
program?

The IEP must be ire effect before special education and
related services are prewided to a child.
Would my child ever have a temporary special

-education placement?
fischool district may make a temporary placement

-Only far the purpose of observation or evaluation. The
pareht of guardian must ;give permission for the
placement and it may not exceed thirty-(30):calendar
days.



How can services for handicapped students be
provided?

The school distria must provide educational services
for resident, handicapped children from the date of
diagnosis to age 21. Special education programsmay be
provided by the school district, by contracting with-
another school district, or service agency, or by some
combination of educational service units, the local or
regional office of mental retardation, or any program
operated by the State of Nebraska provided that only
nonsectarian services shall be purchased.
How do school districts initially place children in
special education programs?

1. The parents give written permission to place the
child in the proposed program; or

2. An order to place the child in a proposed program it
obtained from a Hearing Officer or Court of
competent jurisdiction.

Can a school make a change in placement for-ti
handicapped child without written parentid
approval or order of a hearing officer or a court?

Yes, provided that the following requirements are
met:

1. Written prior notice is sent to parents or guardians;
2. Requirements for diagnosis and eligibility have

been met; and
3. The change in placement is based on child's current

IEBond any other information relating to the child
and his/her current educational performance.

When can a school district end a special education
program?

A school district cannot terminate an education
program for a handicapped student prior to age 21
unless:

1. The school district has a written policy concerning
completion prior to age 21;

2. A plan for program completion has been
communicated to the handicapped student and
parents or guardians; and

3. Parents or guardians have been informed of the due
process and cmplaint procedures.

Where can I find out about special education
services that are available in the state?

Childfind and Hotline for the Handicapped office
provides assistance and a directory of all services ,
available for handicapped children in the state. The toll
free number forChildfind and Hotline are 800.742-7594
and 402.471-3644 and includes TTY service.



RECORDS

Confidentiality of Records
Types of Records (personal)

The school district maintains personal records which
include the student's name, address, phone number, grades,
attendance records, classes attended, grade level completed
and year completed. Other information that may be a part of
a cumulative record includes health files, standardized test
results, teacher's notes, diagnostic and evaluation results
and recommendations, the IEP and statements pertaining to
the educational placement of the child. The
parents/guardians have the right to inspect and review
educational records of their child without charge, and the
school shall comply with the request without unnecessary
delay and in no case more than 45 days after the request has
been made. The school may charge if the parent/guardian
request copies of the child's educational records.
Additionally, the parents/guardians may request the school
to provide explanations and interpretations of their child's
educational records. If ti ere is information in the child's
records with which the parents disagree and the school
refuses to change or modify the information, a hearing can be
initiated. If the parents lose the hearing, they may file their
own statement which will be added to the child's records.

Types of Records (permanent)
Basic information, such as name, birthdate, address, and

phone number may be maintained without time limitations.
All other information (i.e. IEP, diagnostic information, etc.)
that is part of the confidential file must be destroyed within
five (5) years, after the child leaves school.
Parents/guardians and students shall be notified before
these records are destroyed and may request a copy of the
data.

The parents/guardians and their representative or the
child who has reached the age of majority shall have access to
any information maintained in the agency pertaining to
placement of the child.

Do I have to contact the school district before viewing
the records?

Yes. The agency or institution shall comply with a request
within a reasonable period of time, but in no case more than
forty-five (45) days after the request has been made.
Do I have a right to a copy of the school records?

The right to inspect and review educational records
includes the right to obtain copies of the records where failure
of the educational agency to provide copies would effectively
prevent a parent/guardian/student from exercising the right
to inspect and review.
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Who pays for the copies of the school record?
A school district may charge a fee for copies made for

parents/guardians and students provided the fee does not
effectively prevent parents/guardians/ students from
exercising their right to inspect and review.
Now do I challenge the contents of my child's record?

Ts.e parent/guardian/student who believes the
information contained in the student file is inaccurate or
misleading or violates the privacy or other right of the pupil
may request that the records be amended. The school district
decides whether to change the records in accordance with the
request. If the school district refuses to change the records,
school personnel shall inform the parent/guardian/student
of their decision and advise the parent/guardian/student of
their right to a hearing.
Who has access to the records within the school
building?

A listing of the types and locations of educational records
maintained by the school district and the titles and addresses
of the officials responsible for those records are contained in
the school district policy. A school district may disclose a
student's files to school officials within the district who have
been determined to have legitimate educational interests.
School district policy must specify the criteria for
determining which parties are "school officials" and what
the school district considers a "legitimate educational
interest".
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COMPLAINTS AND DUE PROCESS
The Complaint Process

The Education for the Handicapped Act, Public Law 94.142, requires that the
Nebraska Department of Education and the local school district establish
safeguards to ensure that handicapped children receive a free appropriate public
education.

The complaint process affords parents an opportunity to present complaints
relating to the identification, evaluation, or educational placement of their child, or
the provision of a free appropriate public education.

Any complaint(s) should be submitted, in writing, to the Compliance Director,
Special Education Office, Nebraska Department of Education, P.O. Box 94987,
Lincoln, Nebraska 68509. This written, signed complaint must give a detailed
explanation of the specific fact... If it is determined that the complaint is related to
violations of special education rules, the following steps will be taken:

1. Within sixty (60) calendar days of receipt of a signed written complaint, the
Special Education Office Compliance Director will provide written notification
of findings and the basis for such findings to all parties involved.

2. If, as a result of extenuating circumstances the Nebraska Department of
Education, Special Education Office is not able to complete the investigation
within the sixty (60) calendar days, an extension period of forty-five (45)
calendar days will be implemented. The Nebraska Department of Education,
Special Education Office will notify each complainant, the school district, and if
appropriate, the service agency of the 45 day extension.

Due Process
Due Process gives the parent/guardian the right to request a hearing as relates to

the identification, evaluation or educational placement of their child, or the
provision of a free appropriate public education. Parents may also request a due
process hearing when any initiation, change or termination in their child's
educational program is proposed. No charge in the student's educational placement
may be made while a due process procedure is pending, unless both parties agree or
for health and safety reasons.

A written request for a hearing, called the petition, must be filed with the
Nebraska Department of Education, Special Education Office, 301 Centennial Mall
South, Box 94987, Lincoln, Nebraska 68509.

This written petition must contain the following information:
1. The name, address and telephone number of both the person filing the petition

(petitioner) and the educational agency against whom the complaint is made
(respondent);

2. The name, birthdate, handicap and current educational placement of the
student;

3. A short description of the dispute;
4. A statement that efforts have been made to settle the dispute, how this was tried,

and a final statement that settlement does not seem likely;
5. Statement of what outcome the petitioner is requesting; and
6. Signature of the petitioner or a representative.
A parent or guardian shall not be entitled to reimbursement for any

expenses incurred more than sixty (60) days prior to the filing of the
petition.

Upon receipt of the petition, the Department of Education will make a
determination whether the petition meets all requirements. If the petition meets all
requirements, the Department shall assign the petition to a hearing officer and
notify the petitioner of the assignment. Hearing officers shall have exclusive,
original jurisdiction over special education cases.
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The hearing officer will request an answer from the respondent, who must file the
written answer, within ten (10) calendar days of the receipt of the request. The
answer must be filed with the hearing officer and contain the following:

1. Name, address and telephone number of the respondent,
2. General and concise statements regarding the facts stated in the petition; and
3. The signatuke of the respondent.
Upon receiving the answer, . _ hearing officer will arrange a convenient time and

place for the hearing. At least five (5) days before the hearing, both the petitioner
and the respondent must submit to each other and the hearing officer a summary of
the evidence they intend to introduce at the hearing, a list of witnesses to be called
and copies of complicated exhibits. At least three (3) days before the hearing, any
party may deliver to the hearing officer a written request asking that the hearing be
bound by the rules of evidence applicable in a Nebraska district court and by
mailing copies of the request at the same time to the other parties and the Nebraska
Department of Education. Any party may also request the hearing officer to issue a
subpoena requiring the attendance of a witness, and any witness, who is summoned
and who responds, is entitled to the same fees paid by the requesting party e_at
apply in the Nebraska district courts.

The hearing officer insures that a record is made of the testimony of each witness.
Each party, either in person or by counsel, may present an oral or written opening
and closing statement, witnesses and exhibits.

After the hearing, the hearing officer sends a written summary of the evidence,
report, final decision and order to each of the parties. The final decision and order
takes effect thirty (30) calendar days after the parties receive it, if no appeal is made
by any of the parties. Any parent or school district who is not satsified with the order
may appeal to the District Court.

Under Nebraska Statute, a copy of the procedures specified in the rules
and regulations of the Depaitment of Education for complaints and
hearings shall be provided by local school districts to all parents and
guardians of handicapped children.

COMPLAINTS AND DUE PROCESS
How do I file a petition?

You may request a petition form from the Nebraska Department of Education,
Special Education Office, 301 Centennial Mall South, Box 94987, Lincoln, Nebraska
68509. When completed, the forms are to be returned to the Department (same
address).
How are the hearing officers assigned?

Independent hearing officers are assigned on a regional basis by the Department
of Education. Hearing officers cannot be employed by the state or by local school
districts.
Will I be able to call the hearing officer?

Yes, if you have questions regarding the due process hearing such as location,
time and dates.

No, if you want to discuss the case, or ask for legal advice.
How long is the due process procedure?

The hearing officer shall hold the bearing and issue the Report and the Final
Decision and Order within forty-five (45) calendar days of receipt of a petition by the
Department of Education. This 45 calendar day limit may be extended by the
hearing officer at the request of either party for good cause shown.
What does the hearing officer's final decision and order do? Is the order
binding?
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The order describes the action to be taken based on the findings of fact and
conclusions of law in the decision. The order shall take effect thirty (30) calendar
days after receipt by,both parties unless there is an appeal.
Can I bring a lawyer to the due process hearing to present my case?

Yes. You may be accompanied by the counsel of your choice.
.Do I have to file a complaint before due process?

No. It is not necessary to file a complaint to the Department's Compliance Director
before subinitting petition requesting a due process hearing.

Often, a complaint to the Compliance Director will be filed and resolved so that
due process is not necessary. A complaint to the Compliance Director, however, does
not preserve your right to reimbursement of costs you have incurred for evaluation,
educational programming or related services for your handicapped Child.
What if I believe that the due process hearing was not conducted fairly or if
I believe it was decided incorrectly?

You may file an appeal either in the district court of the county or in the federal
district court to obtain judicial review of the hearing officer's Final Decision and
Order. Such an appeal must be filed within thirty (30) days after receipt of the
hearing officer's Final Decision and Order.
Where would I find services available for free or low cost legal assistance?

If you are unable to afford legal counsel, contact the Department of Education,
Special Education Office for information on available free or low-cost legal services.
Names, addresses and telephone numbers are available to persons needing these
services.
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REFEREN
Education of the Handicapped Act

Title 20, United States Code, Sections 1401 to 1460
Family Educational Rights and Privacy Act

Title 20, United States Code, Section 1232g
Education of the Hat, licapped Act Regulations

Volume 34, Code of Federal Regulations, Part 300
Family Educational Rights and Privacy Act Regulations

Volume 34, Code of Federal Regulations, Part 99
Care and Education of Handicapped Children

43 Nebraska Revised Statutes, Sections 601-680
Nebraska Department of Education Regulations

Title 92, Nebraska Administrative Code Chapters 51, 53 and 55
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Ottel°*.
Welcome to the Early Referral and Follow-up Project. In this

program, we will evaluate your baby's development. This booklet

will acquaint you with what you can do to prepare for the evalu-

ations and how you can help during the process.
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You may wonder if your baby is too young or too ill for evaluations. The Early

Referral Project Team frequently sees children who are very young and/or sick.

We take these factors into consideration when we perform the evaluations and

interpret the results. In special situations, we may perform limited evaluations.

The information we learn from these evaluations is important for several rea-

sons. First, it helps us determine what services your child may need. Also, it

helps you understand your baby's needs so you can help him or her grow and

develop.

We will rely on you to tell us about your baby, such as the best time of day to

schedule appointments. You know your baby better than anyone else, so any

information you can give us about him or her is important during the evaluations.

It is important for you to attend these evaluations in case your baby needs to

be changed, fed or comforted during the procedures.
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When you and your baby come for the evaluations,

you should bring a bottle, snack, pacifier, diapers, a

favorite toy or anything else that will make

your baby more comfortable during

the evaluations.

153
Page 4

6c 0



Early Referral

Evaluations are conducted by Early Referral Project Team members, including

an infant specialist, a parent-infant teacher, a physical therapist, an occupational

therapist, a speech pathologist and a clinical nurse specialist. Your baby's needs

will determine the team members.

If you have questions or concerns about your child's development, this will be

a good opportunity for you to discuss these with us. Feel free to ask questions

during the evaluations.
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Parent-Infant Teacher and

Infant Assessment

Both the teacher and infant assessment specialist test your baby to observe

how he or she interacts with objects and people. For example, does your baby

follow objects with his eyes, reach for toys, bring things to his mouth to examine

them, and look for toys which have been moved out of sight?

During this evaluation, the specialist will give you suggestions about activities

and appropriate toys you should use when playing with your baby. They may

also recommend that your baby be tested again in a few months to observe his

improvement and to give you new suggestions.
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In many cases, the children we see are not

old enough to talk or may have some condition

that limits their ability to make sounds. How-

ever, all babies communicate in a variety of

ways. The speech pathologist is interested in

the ways your child interacts with you, how

well he or she gets a message across, and

what your child understands about his

environment.
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The occupational therapist (OT) is concerned about how your baby performs

everyday activities such as eating, touching and exploring with his hands. The

OT is c3pecially interested in how your baby is eating and any problems that he

or she may have in this area. The therapist will ask you what kinds of foods

your baby is eating and if he or she is having any difficulties sucking, biting,

chewing or swallowing food.

The OT is also interested in how your child is using his or her hands in activi-

ties such as reaching, holding and letting go of objects. These activities are

referred to as fine motor skills. The therapist evaluates fine motor skills by

observing how your child plays with toys.
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The physical therapist. (PT) considers how your child moves, loc at the quality

of movement and the development of gross motor skills.

Gross motor skills begin with how your child holds his head and trunk steady,

and progress to skills such as rolling over, sitting, crawling and walking.

The therapist will check to see if your child is strong, stiff, floppy or jittery.

Does ,our child prefer using one hand more than the other? D',7)9S he or she kick

both legs equally? These are questions the PT will consider when evaluating

your baby's quality of movement.

The therapist may also help you adapt equipment to assist your baby in main-

taining certain positions, such as sitting, standing or lying down.

1 62
Page:19



The nurse will help you become comfortable

with the basic care routines you use with your

child. The nurse can answer questions you

have about such things as medications or spe-

cial monitoring and can discuss your concerns

about your child in regard to feeding/meal

planning, skin care, elimination and sleep

disturbances. The nurse is also available to

uscuss health questions in regard to other

members of your family as well.
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Suggestions
1

2

3.

My case manager is

If I need to call, the phone number is
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Funoing for this publication was provided by the Early Referral and Follow-up Project grant from the U.S. Office of
education. Handicapped Children s Early Education Pr. gram to the Meyer Children s Rehabilitation Institute of the University
of Nebraska Medical Center.
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Day Care provides care and supervision of children
for part of a day. This service may be provided in
a variety of settings which may include the child s
own home, the provider's home or a center.

Day Care Providers Should Possess:

A warm, caring personality

The patience and understanding to work with
children

The ability to respond to emergency situations

A willingness to abide by state and local child-care
laws

No previous record of inappropriate behaviors

concerning children

Responsibilities of Day Care Providers May Include:

Providing a clean and safe environment

Preparing aid serving nutritious meals and snacks
Providing a variety of appropriate activities

Keeping records concerning emergency phone

numbers, immunizations, medications and
attendance

DAY CARE PROVIDERS CARE FOR AND ABOUT
CHILDREN!

For More Information

If you interested in becoming a Day Care Provider,
c could like more information on Day Care Services,
, lase contact your local oftiu of the Nebraska
Department of Social Services.



Adult Farr'ly Homes

Adult Family Homes provide family settings within the
community for aged and physically or mentally disabled
adults who, because of limitations, are in need of some
supervision.

Residents of Adult Family Homes are not in need of
institutional or nursing care but are unable to live alone
in,the community and have no relative who can provide
appropriate care. Instead, their needs are most appropri-
ately met in a home-like living environment where a
sponsor can provide personal support. Individuals or
families who act as sponsors may be re,mbursed for their
services given.

Adult Family Home Sponsors Should Possess:

* The willingness to open one's home to an aged or disabled
adult

* The ability to display patience nd understanding, and a
positive outlook on life

* The willingness to work co Dperatively with the Department
of Social Services or other community agencies

Adult Family Home Sponsors Have Responsibility To:

* Provide a safe, clean living environment and assistance with
personal care

* Include the resident in family activities and communication

* Maintain a record of important information about each resi-
dent including the name and telephone number of resident's
doctor and hospital and pharmacy preference

* Arrange for special access to the home, when necessary, for
a disabled resident

ADULT FAMILY HOME SPONSORS HELP SPECIAL
ADULTS BECOME PART OF A FAMILY!

For More Information

If you are interested in becoming an Adult Family Home
Sponsor, or would like more information on the Adult
Family Home Program, please contact your local office of
i.de Nebraska Department of Social Services.
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Personal Care Servides

Personal Care Services provide medically related services
based on an individual's physical, emotional, environmental,
and personal care needs. Personal Care Providers are not
substitutes for nurses and physicians, but support the medical
plan of care.

These services are offered to low income individuals whn,
due to illness or disability, need personal care assistance o
remain in their home environments. Personal Care Providers
may be financially compensated for their services.

Personal Care Providers Are:

Individuals, age 18 or older, who are not related to t! e
person receiving care

* Concerned about the physical well being of an ind.4idual
with special medical needs

* Able to properly perform the needed services derived from
an individual's illness or disaoility

* Dependable, being available at agreed-upon times

* Willing to work cooperate, sly with the Department of
Social Services, the individual, antl the individual's
physician

Responsibilities Of Personal Care Providers May Include:

* Helping the individual to follow medical recommendations
i.e. helping to follow doctor's orders, watching their diet

* Preparing and serving special food

* Assisting with eating, dressing, bathing, getting in and out of
bed, etc.

* Accompanying the individual to a :linic or physician's
office

PERSONAL CARE PROVIDERS CAN MAKE THE
DIFFERENCE IN AN INDIVIDUAL'S PHYSICAL
WELL-BEING!

For More Information

If you are interested in becoming a Personal Care Provider, or
would like more information on Personal Care Services, please
contac. your local office of the Nebraska Department of
Social Services.
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Homemakers

i

Homemakers provide services in the homes of aged, physically
or mentally disabled adults, and families who are unable to
adequately manage the family or household aue to lack of
knowledge, skills, or ability. The Homemaker client may be
a low income individual or family, or have a special need
regardless of income.

Homemakers provide assistance and instruction to maintain
and strengthen families and alleviate stresses in the home.
The Department of Social Services may financially compensate
those individuals who give their time and support through
Homemaker Services.

Some Characteristics Homemakers E id Possess Are:

* The ability to exhibit emot _nal maturity in assuming
responsibility and adapting to new environments and
household situations

* The ability to share knowledge and homemaker experience
with family members

* The desire to establish open communication and caring
relat'inships with individuals through a supportive
atinG.,..there

The willingness to work cooperatively with the Department
of Social Services

*

Responsibilities Of Homemakers May Include:

* Organizing of household activities and time and budget
instruction

* Providing knowledge on personal hygiene and health care

* Instructing on cleaning and maintaining appliances, furni-
ture, household supplies, and clothing

* Training in the card of children or clisabld family members,
through enrichment of parenting skills

HOMEMAKERS ARE A STRENGTHENING FORCE TO Oa
0
9
A

INDIVIDUALS AND FAMILIES!

For More Information

If you are interested in becoming a Honnei..aker, or would
like more information on Homemaker Services, please contact
your local office of the Nebraska Department of Social SO
Services. X14
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Transportation Services

Transportation Services provide aged and physically or
mentally disabled adults ../ith transportation to and from
local community facilities when no other transportation is
available. Transportation Services for families provide a means
of travel to and from other services such as family planning,
day care services, health related care, child protective services
and foster care.

Adults or families needing transportation do not have access
to a vehicle or other transportation. Individuals who devote
their time and energy to Transportation Services may be finan-
cially compensated for their special help.

Some Of The Abilities Transportation Providers Should
Possess Are:

* Knowledge of state and local traffic rules and dependability
when providing transportation

* The willingness to and capability of assisting handicapped
adults and children

* Patience and understanding when assisting individuals

* The willingness to work cooperatively with the Department
of Social Services

Responsibilities Of Transportation Providers May Include:

*

*

Ensuring that the transporting vehicle is licensed, properly
insured, and equipped with safety devices and adequate
ventilation

Providing transportation to assist individuals in applying for
education or employment

* Providing transportation for individuals with health,
housing, legal, or nutritional needs

Supplying transportation to individuals returning from or
entering a hospital or nursing home

*

PROVIDE A MEANS FOR INDEPENDENCE AS A
TRANSPORTATION PROVIDER!

For More Information

If you are interested in becoming a Transportation Provider,
or would like more information on Transportation Services,
please contact your local office of the Nebraska Department
of Social Services.



Emergency Shelter Care

Emergency Shelter Care provides immediate, temporary
homes for children in crisis situations. The shelter may be
a foster home or other facilit- which provides 24 hour
physical , are and supervision to children whose families face
immediate problems such as the critical illness or sudden
disability of a parent, or to children who are victims of abuse
or neglect.

Emergency Shelter Care provides for a child's immediate need
for care in a supportive setting, which can help reduce the
child's fear, anxiety and shock. Placement is from one day to
a maximum of 15 days, to allow time for a more permanent
arrangement for the child to be ii,Jde. Individuals and families
who open their homes to children in crisis situations may be
financially reimbursed for their services.

Emergency Care Providers Should Possess:

* The ability to be flexible, accepting care of a child with
little advance notice

* The ability to remain calm in spite of any crisis

* The ability to warmly support the child in dealing with the
crisis situation and other problems

* The ability to maintain an atmosphere of optimism and
enjoyment in the home

* The willingness to work cooperatively with the Department
of Social Services

Individuals Who Provide Emergency Shelter Care Have The
Responsibility To:

* Provide day -to -day care of the child for the necessar, , period
of time

* Respect the worth of the child regardless of age, race, sex,
religion, or disability

* Provide a safe, positive home environment and good
communication

* Notify the Department of Social Seriice:, of a change of
address or any problems that may arise in the home

EMERGENCIES CAN BE PLANNED FOR WITH THE HELP
OF EMERGENCY CAkE PROVIDERS!

For More Information

If you are interested ,n becoming an Emergency Care Provider,
or would like more information on Emergency Shelter Care,
please contact your local office of the Nebraska Department
of Social Services.
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Chore Services

Chore Services are provided in the homes of aged and
physically or mentally disabled adults who are unable to
perform basic tasks themselves.

These services include housekeeping, personal care, bill paying,
laundry, cooking, simple home repairs, essential shoppi.ig
errands, es-0a service, snow removal, and yard maintenance.

Chore Service Providers are people who are willing to offer
time and support to idividuals in their home anvironments.
Chore Service Providers may be paid for their efforts.

Chore Service Providers Should Possess:

* The willingness to provide a helping hand to aged and dis-
abled adults, while encouraging them to be self-reliant

* The knowledge of and aoiiity to perform a vital chore
service

* The ability to adapt to varying household and personal
situations

* The willingness to practice reasonable caution and care in
the use and storage of equipment, appliances, and tools

Chore Service Providers Perform A Variety Of Tasks
Including:

J.
Cleaning and care of household equipment, appliances, or
furnishings

* Assisting with personal care such as bathing, dressing,
shaving, and shampooing

* Preparing meals necessary to maintain independence

* Assisting individuals in bill paying

* Shopping for groceries and/or clothing
*

Providing minor repairs and yard maintenance such as
mowing or snow removal

* Accompanying individuals who are unable to travel by
themselves in order to obtain health care, employment,
housing, legal, or other services

Ca
THE HELPING HAND OF A CHORE SERVICE PROVIDER

084
0
P t6

If you are interested in becoming a Chore Service Provider, CA
or would like more information on Chore Services, please

61/contact your local office of the Nebraska Department of
Social Services.

Mu

IS VITAL!

For More Information
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Respite Care

Respite Care provides temporary care for children or adults
when the usual caregivers are in need of relief from the daisy
stresses of raising children or maintaining a family.

Respite Care may consist of care for a few hours, a day, an
evening, or a weekend. It is available when a break from
routine is needed, an emergency occurs, or even when a
situation arises where it's impossible to be in two places at
once. Individuals who provide Respite Care may be reim-
bursed depending on the individual situation and the time
entailed.

Characteristics Of Respite Care Providers May Include:

* The ability to be flexible, accepting care of children or
adults openly and sometimes with little advance notice

* The ability to er!oy the company of children and the
responsibility of substitute parenting, or the capacity to
provide friendly supervision to adults

* The ability to warmly support a child or adult in dealing
with a temporary break from routine, whether within
the home setting or in a substitute environment, i.e. that
of the provider

* The willingness to work cooperatively with the Department
of Social Services

The Responsibilities Of Respite Care Providers Include:

* Providing supervision for children or adults when the usual
caregivP- is in need of assistance

* Accepting children or adults as members of the family
during a stay, if necessary and including them in conver-
sations and activities

* Respecting the worth of a child or adult regardless of
age, race, sex, religion, or disability

* Providing basic care for the necessary period uf time

* Following the recommendations and expectations of the
client

* Notifying the Department of Social Services of a change
of address or any problems that may arise in the home

WHEN INDIVIDUALS NEED A BREAK FROM ROUTINE,
RESPITE CARE PROVIDERS ARE THERE!

For More Information

If you are interested in becoming a Respite Care Provider, or
would like more information on Respite Care, please contact
your local office of the Nebraska Department of Social
Services.
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Foster Care provides temporary family care for a child when
the child's own family is unable to r..ieet basic needs for care,
protection, and love. It is a cooperative effort among natural
parents, foster parents, and the Department of Social Services.

Foster Care is needed when a :hild's own far.lily cannot care
for the child properly, and when a child is waiting to be
placed fo adoption. For most children, life in a family foster
home can come closer to normal family living than any other
type of setting.

Foster Patents don't have to have special homes. Almost any
home will do. Both single and married adults can be Foster
Parents. Reimbursement is provided on a monthly basis from
the Department of Social Services to those who help.

Some Of The Characteristics Foster Parents Should Possess
Are:

The ability to enjoy the company of children and the
responsibility of parenthood

* The capacity to give without expecting too much from
the child in the way of gratitude, affection, or behavioral
changes

The ability to accept the child's relationships with his or
her natural parents

The willingness to work cooperatively with the Department
of Social Services

The Responsibilities Of Foster Parents Include:

Providing a warm, nurturing home environment for the
child

Assisting with the day - today care and training of the child,
including involvement with the school, transportation to
medical and counseling appointments, and daily activities
in the life of the child

Accepting the child as a member of the family, while
working to help the child's return to the natural family

Establishing good communication with the child's natural
family

Advising a service worker of any problems in the home
that may affect the child, such as marital difficulties,
health problems, or financial problems

FOSTER PARENTS PROVIDE THE ENVIRONMENT
EVERY CHILD NEEDSA FAMILY ENVIRONMENT!

For More Information

If you are interested :n becoming a Foster Parent, or would
like more information on Foster Care, please contact your
local office of the Nebraska Department of Social Services.
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Adoption Services

Adoption Services find permanent homes for children who
are free for adoption and whose present environments lack
the stability of adoptive family settings.

The Department of Social Services places all ages and types
of children. The majority of children are older, siblings
needing placement together, of a minority race, or have some
type of behavioral, emotional, or physical handicap. There
is no fee for Adoption Services.

Subsidized Adoption provides financial compensation to
adoptive parents after the adoption is final, in the event
that adoption would not be possiblf without financial aid.

Married Couples Or Single Individuals May Become Adoptive
Parents If They Possess:

A healthy desire to care for children and to take on the
responsibilities of parenthood

The ability to present an appropriate child care plan which
considers the needs of children

Values and ethical standards conducive to the well-being
of children

The ability to extend nurturing to another child when
children already exist in the family

The willingness to work cooperatively with the Department
of Social Services and otter community agencies

The Responsibilities Of Adoptive Parents Include:

Providing a living environment that promotes the health,
safety, and well-being of children

* Accepting the fact that the child may come to the family
with already-learned patterns and behaviors

Teaching the child acceptable ways to behave and standards
of good conduct, and holding reasonable expectations of
the child

Encouraging the child in personal and social relationships
and activities in the same manner as other family members

Assisting the child with personal care to promote function.
ing as a future adult

* Establishing a parental bond with the child which promotes
open communication, mutual trust, stability, and family ties

CHILDREN NEED THE LASTING ENVIRONMENT THAT
ADOPTIVE PARENTS CAN GIVE!

For More In' Jrmation

If you are interested in becoming an Adoptive Parent, or
would like more information on Adoption Services, please
contact your local office of the Nebraska Department of
Social Services.
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Volunteers,add new,diinensions to the services provided by
the Department of Social Services and symbolize community
concern. Volunteers are individuals from all age groups,and
all walks Of life who give their time and effort to help people
who need a little assistance in their daily lives: transportation
to necespary.places , harm chores, preparation of meals, or
someone just to talv,to.

Volunteers Should Possess:

-* A sincere desire to provide assistance to people or to
agencies serving people, and a willingness to learn

" Sufficient knowledge and skill,in the assigned task

Willingness to comply with agency requirements,
principles, regulations, and procedures

Warmth, courtesy, and a belief in the dignity of-all people

" Dependability in being available at agreedupon times

Types Of Volunteer Activities Include:

" Helping with general office work

"Typing, filing and/or answering the telephone

" Being a 'friend' to a client

* 'Teaching homemaker skills to clients

" Visiting lonely or immobile individuals

" Making daily telephone calls to isolatedclients

" Providing transportation

" Running errands or shopping for clients

' Doing yardwork or home repair

" Helping to distribute s',rplus food

Sonic Benefits Of Being A Volunteer Are:

A sense of personal satisfaction

Valuable work experience for employment or eduCation

Experiences for learning new skills or enhanCement of
current skills

Nevi relationshipc,and contacts

Better understanding of Social Ser-viceS programs

OpPottunity to make a meaningful contribution to the
community

VOLUNTEERS CARE BY SHARING TIME AND TALENT
WITH PEOPLE WHO NEED HELP. SHARE YOUR'CAREI

. For More Information

If you are interested in becoming a Volunteer, or would like
more informatiOn on the Volunteer Services Program; please
Contact your local office;of-the Nebraska Department of
Social Services.

178
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The Nebraska Department of Social Services

does not discriinrate against anyonebecause of

race, cotor, creed, national sex, age, marital

status, religious or political affiliation, or physical'

Or mental
Information which identifies individuals who

apply for or receive assistance,,benefits, Of services

from the Nebraska Department of Social Services

is confidential.

Social
Services

Nebraska
Department

For more Information, contact your local ot" of
the Nebreska Department of Social Service
the Central Office, Box 95026iLindoln, Nebraska
:68509:5026; Phone ,(402) '471-3121'.
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Emergency Assistance is providad to needy families
with minor children in situations where other re-
sourc °s are not available. Fxamples of situations for
whim assistance is available are imminent evictions,
loss of utility service, or exhaustion of food.

Eligibility Requirements:

Emergency Assistance is provided to needy families

1. With a child who is age 18 or under. (A family
whose only child is unborn is not eligible.)

2. With a child who is currently living with any
close relatives. This includes a child who has
lived with close relatives within six m ,nths of
their request for assistance.

3. Who is without income and resources immedi-
ately accessible to meet its needs.

4. Whose need did not occur because the child (if
age 16 or older and not in school) or the relative
responsible for support and care refused without
good cause to accept employment or training
for. employment.

181

Responsibilities:

The applicant has the responsibility to

1. Cooperate with the worker in explorin4 all other
sources of aid available.

2. Accept any aid available to help in a crisis
situation.

3. Develop with the worker a plan to help solve
the problem and to prevent the crisis from
occurring again.

Appeal Process:

Every applicant for or recipient of Emergency Assist-
ance has a right to appeal to the Director of the
Nebraska Department of Social Services for a hear-
ing on any action or inaction of any Department
employee or official in regard to the program. The
appeal must be filed in writing within 90 days of the
action.

If you have any questions regarc'ing the Emergency
Assistance Program please contact your local office,
Department of Social Services.



Nebraska
Denotement of )

SOGIOI
Services----... _

182
DSS-PAM-131 8/85 (99037)



a
a

a
IS



What is Aid to Dependent Children?

Aid to Dependent Children provides money payments
to children age 17 or younger who are deprived of
support of one or both pa:entb, because of death,
continual absence from the home, physical or mentai
incapacity, or unemployment.

In addition to being deprived of support, children
who are 18 years of age are eligible only if they are
in high school, or in a program in a vocational or
technical school that is equivalent to a high school
and that will prepare for employment, children
must be expected to complete thlir schooling before
reaching the age of 19.

Where may I apply for Aid to Dependent Children?

At the Local Office, Department of Social Services
in the county where you live.

How long must the children live in Nebraska to be
eligible?

It must be established at the time of the application
that the home of the child(ren) is in the State of
Nebraska. No period of residence is required.

How must you cooperate v.ith the Child Support
Enforcement Office?

To be eligible for an assistance payment, your rights
to my child support and medical support payments
must be assigned to the State of Nebraska.

Applicants who are receiving Aid to Dependent
Children payments must cooperate in locating the
absent parent and in obtaining finarx and medical
support, unless good cause for refusing to do so can
be established.

You must also cooperate in determining the father
of a child born out-of-wedlock.

May a minor parent receive assistance?

Yes. If the minor parent is living with his/her parent(s)
or legal guardian, income of the parents/legal guardian
may be considered in determining the amount of
payment for the minor and his/her child(ren).

May a family have income and be eligible for Aid
to Dependent Children?

Yes. If income such as wages, business transactions,
contributions, payments from Social Security,
Railroad Retirement, military benefits, does not
exceed the monthly need standard

How much property may a family own and still be
eligible for assistance?

The home in which they live.
Reasonable furnishings for their home.
Reasonable wearing apparel and personal
effects used in daily living.
Other resources of which the net value does
not exceed $1,000.

If children are eligible for Aid to Dependent Children,
what amount is paid?

The amount of payment depends on the family need
and how much of it can be met from the income of
the family.

The Aid to Dependent Children maximum monthly
payment is determined by Nebraska law.

To whom are payments made?

Payments can be made to the follow.ng people if they
are providing care for the child: parent, or another
specified relative who is taking care of the child.

Will Aie to Dependent Children payments always
be in the same amount?

No. The needs of the child(ren) change from time to
time, and he amount available to the child may
change.

Will payments be made for medical care?

Yes. If there is approved medical care, payment will
be made directly to the provider of health services.

Must a stepparent support his/her stepchildren?

Yes. A stepparent has the responsibility for care and
support of minor children to the same extent as a
natural or adoptive parent.

Am I expected to find employment?

You may be asked to search for work or participate in
training, unless you are exempted from these activities.

Do I have any responsibilities while I am receiving
assistance?

Yes. The client is responsible for telling the Local
Office if there are any changes, such as a change in
address, a change in income or household size.

Co I have other rights?

Yes. Title VI of the Civil Rights Act enacted by
Congress ir 1964 provides that the Aid to Dependent
Children program must be administered so that no
person is excluded from participation in, is denied
the benefits of, or is otherwise subject to discrimina-
tion by the program because of race, color, national
origin, age, sex, handicap, political beliefs, or religion.

May a Local Office give out information about clients
of Aid to Dependent Children to other persons?

No, in mrst cases. The law requires that the case
record be kept confidential unless the client author-
izes that the information may be released. Some

information regarding a fugitive felon may be given
to a local or state law enforcement officer.
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What may a client do if a der' ''.on made by the
Department is unsatisfactory?

Nebraska law provides for a procedure of appeal in
which the client may request a review of his/her
case by the Director of Social Services.

The appeal may be filed with the Local Office of the
Nebraska Department of Social Services or with the
Director of Social Services.

If an application is not approved, can you apply
again?

Yes. You may re-apply at anytime.

What happens if an individual receives assistance and
is not entitled to it?

If an individual knowingly receives money payments
or medical care and is not entitled, the individual is
suriect to prosecution for fraud.

You can get an application form at the local office or
have the Department of Social Services send it
to you.

When you get the form, fill it out as soon as possible,
because the earliest date for which you may be
eligible for financiai z.ssistance is the date your form
is received in the local office.

I
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The-Disebled Persons and Family
Support Program coordinates and
purchases services and items to
assist employed disabled adults
or to help families keep disabled
family members in their homes.

NEBRASKA
DEPARTMENT

OF
SOCIAL
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The Disabled Persons and Family Support (DPF) Pro-
gram is based on astate law passed by the Nebraska
Legislature in 1981. It supports the following beliefs:

1 The family is important to the development of
each person and families want to provide for
disabled family members at home; and

2. Disabled adults who are able to work may be
financially prevented from doing so because of
loss of benefits and disability-related expenses.

What items and services are available through the
Disabled Persons and Family Support Program?

The program may authorize payment for disability-
related expenses such as architectural home modifica-
tion to remo"e barriers; attendant care; non-medical
costs incurred during treatment; counseling or training;
home health care; housekeeping; special equipment;
respite care; and transportation. Other types of
support may also be cons:dered, based upon indivi-
dual need and circumstances.

Example A: A family caring for a disabled family
member may need a ramp to provide access to the
home and may need respite care to allow time away
from ongoing responsibi!ities.

Example B: An employed disabled person might
need help paying for disability-related supplies and
for an attendant to help with personal care.

The maximum payment for services available to any
.disabled person or family is $300 per month averaged
over the number of months in the eligibility period.
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Who is eligible for Disabled Persons and Family
Support?

The program serves two populations:

1. Families with a disabled family member (either
adult f child) living with them who need some
form of support to prevent out-of-home place-
ment; or

2. Persons who are disabled and employed (or
could be employed), ear. ,g at least $300
per month, who need some fe-m of support to
maintain employme:.t.

The Disabled Persons and Family Support program
cannot pay for items or services available from other
sources. Persons who apply must explore all other
possible resources to show need.

Persons may be financially eligible if their gross
monthly income, adjusted for family size does not
exceed the following:

Family Size Gross Monthly Income

1 $ 1076
2 1407

3 1738

4 2069
5 2400

6 2731

7 2793
8 2856
9 or more 291d

In addition to financial and n "ed eligibility, Disabled
Persons and Family Support requires medical infor-
mation to determine severe chronic disability.

How are payments made?

The program may either reimburse the disabled
person or caretaker for authorized expenses or
provide direct payment to the provider of the service.



How can I apply for Disabled Persons and Family

Support?

To request an application for yourself or on behalf
of someone else, or for additional information,

contact

Disabled Persons ,nd Family Support
Nebraska Department of Social Services

Box 95026
Lincoln, Nebraska 68509.5026

Attention: Lenore Spencer or Pattie Flury

In Lincoln: 471-3121

Toll free: (800) 358.8802

Social
Services

Neloasla
Ot,iartmeni of
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WE ARE LOOKING FOR
SPECIAL
CHILDREN

NEBRASKA CHILDFIND

...Benefiting The
Handicapped Children

of Nebraska



NEBRASKA CHILDFIND
. . . because we care

'' NEBRASKA CHILDFIND is an intensive
.tongoing statewide search for all unserved
'handicapped children, ages birth to 21.
Nebraska ChildFind will assist parents of
unserved handicapped children tc find proper
special education or related programs to
benefit their children.

NEBRASKA CHILDFIND maintains a
computerized directory of services for
'handicapped children. Callers will be provided
information on available resources in their
geographic area that provide services for the
age level 'and handicapping disorder of the
child for whom they are requesting help.

NEBRASKA CHILDFIND
. . . because the need exists

While many different types of services are
available to Nebraska's handicapped
population, some of this state's handicapped
youth DO remain unserved.

These children are not participating in special
education programs, school environments or
special activities. This is not because of a lack
of resources in many cases, but rather because
many parents of handicapped children do not
know of sach programs or because they do not
recognize the handicapping conditions of their
children.

Many younger children suffer from
,handicapping conditions which can go
undetected. These conditions may exist and
remain unnoticed, and as a result, many
handicapped children in Nebraska exist
unserved simply because they exist unknown.

These are the concerns of
NEBRASKA

CHILDFIND

and we need your help.
191

FINDING A PROGRAM....

Nebraska law guarantees a free appropriate
public education to all children. Special
programs are available through the public
schools for all children with special education
needs in areas of:

... speech and language disorders

... hearing impairments

... visual impairments

... mental retardation

... specific learning disabilities

... emotional and behavioral disorders

... physical and neurological handicaps

... severe or multiple handicaps

School districts are required to provide special
education services for resident handicapped
children 5-21 according to P.L. 94-142 and L.B.
403. Existing legislation was amended by L.B.
889 to include educational programs for
children under 5 with moderate to severe
handicapping conditions. Parents are
encouraged to call their local school district
for more information regarding these free
special education services.

NEbRASkA
Chad
Find

NEBRASKA CHILDFIND

BENEFITING THE HANDICAPPED
CHILDREN IN NEBRASKA
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WHO ARE THE
SPECIAL CHi.DREN?

A Special Child

may be mentally retarded, physically
handicapped, learning disabled or have severe
behavior problems

The child may have difficulty sitting, walking,
talking, seeing or hearing

But a special child can learn and your public
school wants to help meet your child's
educational needs

Help the Special Child receive services. Call
your local school district.

HOW CAN I HELP?

IF YOU ARE A PARENT of an unserved
handicapped child, if you suspect your child
may be handicapped, or if you know of a
handicapped child in your neighborhood or
community who is not receiving services, we

urge you to

Contact Your Local
School District

or call
NEBRASKA CHILDFIND
Toll-Free 800-742-7594

In Lincoln 471-3656
(TTY - Please Signal)

Nebraska Department of Education
301 Centennial Mall South,

Sixth Floor
Lincoln, Nebraska 68509
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Groups, Programs and Clubs
* Red Cross, 3838 Dewey Street, 341-2723, Safety Services Office. They offer adapted swimming, conoeing and sailing at various locatons

and times. Classes are offered at no charge or for very little cost.

West Branch Y.M.C.A., 75th and Maple Streets, 393-3700. The "Y" offers a class called "Fun and Fitness" for children of school age with
developmental disabilities. This class includes swimming, gym, social and arts and crafts skills development.

Council Bluffs Y.M.C.A., *7 Fourth Street, Council Bluffs, Iowa. This "Y" offers a special time on Saturday afternoons for persons with
,handicaps and their assistants to swim for no charge.

Omaha Public Libraries All nine Omaha Libraries offer various programs for children during the summer. These include pre-school, arts
and crafts, various presentations, dramatic clubs, reading clubs, read-to-me clubs and a variety of other activities. Call the library nearest
you.
Special Olympics of NE, Margaret Morford, 345-5414. Bellevue Club, 733-6325.

Omaha Children's Museum, 342-6164. They are equipped to mainstream at any time as activities are individual and they also have a small
wheekhairavailable for use. Activities are participation oriented.

Emmy Gliford'ChIldren's Theater, 3504 Center Street, 345-4849. The theater offers classes in theater. ballet, art and others. They are
willing to mainstream any classes where appropriate to do so.

Henry Doody Zoo, 733-8400, open from April 1-October 31. Wheelchair accessible and chairs are available for use at the zoo.

Nebraskalheater Caravan Clinics and presentations are made for children on occasions throughout the year. They operate through the
Omaha Community Playhouse, 553-0800.
Boy's Clubs of America Contact either club in Omaha at 342-1600, Don Preiste.

Girl's Clubs of America Contact either club in Omaha at 457-4318 or 457-4676.

Great Plains Girl Scout Council. Jayne Lyons at 393-4200.

Boy Scouts ofAmerica, Stan Haines at 341-2086.

Campfire Clubs, 345-2491, Nebowa Council.

Four-H Clubs, Beth Ann Pillen, 5134 South 24th Street, 444-7804. 4-H operates through neighborhood group, and children decide
individually upon projects suited to them.

Fontennefie Forest Arthritics, hiking, nature studies and clubs, 731-3140.

Winds Marina, 138th and Fort Streets, 493-3400 or 571-1915. Rentals ofvarious recreational equipment available: bicycles, roller skates,
canoes, skis, paddle boats, sail boats and more.
Music Therai.T, Carol Gerelman. Classes offered privately, group or arranged appropriately 231 Midland Drive, Council Bluffs, Iowa
51501.

Joslyn Museum, 2200 Dodv Street, 342-3300. Includes various display for children and adults from Tuesday through Sunday.

Nabraska Gymnastics Development, 4401 South 134th Street. Frank or Sandy O'Connor at 333-1434 for more iru, rmation concerning
mainstreaming your son or daughter into an existing class. They are currently, and have been, involved in several mainstreamed
situations.

Family Fun Center, 70th and Dodge Streets, 553-9298. This center is very family oriented with two floors ofvideo games and two mini-golf
courses. The video area is accessible to wheelchairs.

Wheelchair Basketball and Softb111, 572-6603, Robert Sanderhoff.

Christ Child Center, 1248 South 10th Street. Daytime summer fun programs for grade '.school aged children.

tension Arts and Crafts, 556-2998, offers classes for children and if the activity is appropriate for the child, they are happy to mainstream
your son or daughter.
Mangelson's, 391-6225, 3457 South 84th Street. Same as above.

'Those programs and agencies are happy to mainstream your son or daughter or anyone if the activity is appropriate.

Summer Camps
Hattie B. Munroe Summer Camp, 44th and Dewey Streets. Contact Debra Pelzer at 559-6415. Day camp for developmentally disabled and
physically involved persons ages 3-21,

Hattie B. Munroe "Outreach" Camp, r ame location base. Contact camp director Debra Pelzer at 559-6415. This involves arranging for a
volunteer from the Munroe Camp to fdend one of a variety of area daycamps with your son or daughter. Area day camps accept children
from ages 6.16.
Orisahe Adaptive Recreation Contact Cathy Andrews at 444-5935. Day camp activities for children with developmental disabilities at
Montclair Center and at Elmwood Park.A mainstreamed situation can also be achieved at a number of camp sites around Omaha. The City
of Omaha also offers trips for teens and a number of programs for adults with developmental disabilities.

Groat Plains Gist Scout Council, Mary Kaftan, Director of Camps at 393-4200. One week day camp session at camp "Maha;" south of
Papillion. Ms: Michelle Moody, day camp director is a teacher at the J. P. Lord School and has extensive experience working with
handicapped children She is anxious to accomr.,odate appropda

9
aged girls. (See also Hattie B. Munroe "Outreach" Camp.)
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Summer Camps Continued
Four-H Clubs Camp, Douglas County Extension Office at 444-7804. The camp is located near Gretna, Nebraska and last year sponsored
one week of camp for children with developmental disabilities. Contact also Cathy Andrews, 444-5935.

Easter Seals Summer Camp, Easter Seals Office, Lincoln Center Building, Room 409, 215 Centennial Mall South, Lincoln, Nebraska
68508. Toll -free call 1-800-742-7568. This is a residential camp located 22 miles west of Lincoln, Nebraska.

Courage Center Camp Contact Cathy Andrews at 444-5935 or Camp Courage at 895-1989. This is a day camp offered at Elmwood Park
July 23rd through August 3rd. The cost is $1.00 to cover the insurance!
Special Olympics Weekend Sport Camps, Margaret Morford, 406 Keeline Bldg., 345-5414. These are weekend camps offered statewide
at various locations across Nebraska. They are sports and nature oriented.
Y.M.C.A. Summer Daycarnp, Downtown "Y" Camp Office, 34 ' -1600. Week long sessions of daycamp offered to children ages 5-16 with
various themes of interest to your child. We have in the past mainstreamed children at this camp. (See also Hattie B. Munroe "Otitreach"
Camp.) (Transportation provided)
Boy Scouts of America Contact Stan Haines at 341-2086. Boy Scouts attend camp by age and by troop number. They arewilling to

mainstream an appropriate boy into camp and a troop.
T.W.C.A. Summer Day Camp Contact Ginny Cook at 345-6555. The YWCA takes children to Camp Brewster in Bellevue and transportation
is provided. (See also Hattie B. Munroe "Outreach" Camp.)
Saliation Army Camp for Adults This camp operates during August and is limited to adults (over 18) who are fairly self-sufficient or those
who choose to bring a friend to assist them with daily activities. Call Mrs. Stillwell at 346-5155, ext. 26.

Christ Mel Cecitr Camp Call the ccnte; at 342 4566 for a brochure describing dates, rte.. Mati3poliatic.ni is provided from two locations
and they are quite willing to mainstream your son or daughter. (See also Hattie B. Munroe "Outreach" Camp.)

Gine Eppley Boy's Club Ranch Contact the Boy's Club at 342-2300 for camp information. They are very willing to mainstream your son or
daughter. (See also Hattie B. Munroe "Outreach" Camp.)

Other
Hotline for the Handicapped, Toll-Free 1-800-742-7594

Nebraska Child-Find, Box 94987, Lincoln, Nebraska 68508

The Guided Tour" Newsletter advertising vacations and programs adapted for Special Population. Write "The Guided Tour", 555
Ashboume Road, Elkins Park, Pennsylvania 19117, (215) 782-1370.
Elmwood Park, at 60th and Dodge Streets. Exercise parcourse, frisbie golf course. There are 20 stations for exercising and jogging open to
the public year round. The course is paved with wood chips.
Immanuel Medical Center, 6901 North 72nd. Exercise parcourse. This is open to the public and trails are paved with gravel.

Nebraska Medical Center, 40th and Dewey Streets. Exercise parcourse. This is open to the public and the trails are paved with dirt.

KV.N.O. Radio Station, FM dial at 90.7. Ore-half hour episodes of popular stories, movies and books on weeknights at different times. Call
554-4716 for monthly program brochures.
K.I.O.S. Radio Station, FM dial at 91.0. One-half hour episodes of popular stories and movies on Monday-Wednesday-Fridays. These are
aired morning and evening and schedules can be obtained by calling 556-2770.
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National Information Center
for Handicapped Children and Youth

P 0. SOX 1492

WASHINGTON. O.C. 20013

SOURCES OF HELP AND INFORMATION

There are a number of sources for more information on handicaps and related issues.
This section describes some of the things you can have sent to you.

DISABLED USA

President's Committee on Employment
of the Handicapped

Washington, D.C. 20210.
(Published Monthly)

Reports rogress in opportunities for
people with disabilities and
developments in rehabilitation and
employment.

THE INDEPENDENT

Center for Independent Living,
2539 Telegraph Avenue
Berkeley, CA 94704
(Published quarterly)

'Articles about disabilities and up-to-
date information on independent living.

REPORT

The National Center for a Barrier
Frse Environment

1015 15th Street, N.W. Suite 700
Washington, DC 20005
(Published bi-monthly)

News about legislation related to
accessibility, news briefs and summaries
of articles and books mainly concerned
with barriers.

SIBLING INFORMATION NETWORK NEWSLETTER

Department of Educational Psychology
Box U-64
University of Connecticut
Storrs, CT 06268

Research and literature reviews,
meetings, family relationship
information of interest to siblings of

youth with handicaps.

THE EXCEPTIONAL PARENT

The Exceptional Parent
296 Boylston Street
3rd Floor
Boston, MA 02116
(Published eight times yearly)

Emphasis on education, diagnosis;
attitudes, care; covering all handicaps,
it is directed toward' parents.

THE GREEN SOURCE BOOK -- NATIONAL
DIRECTORY OF PRODUCTS AND SERVICES FOR
THE DISABLED (Formerly entitled GREEN
PAGES)

Source Book Publications
P.O. Box 1586
Winter Park, FL 32789
(Published annually)

Annual Directory of products and
services. Subscription includos an
occasional newsletter, "Green Papers,"
with legislative information and 'stories
about people with handicaps.

UPFRONT

Mafex Associates, Inc.
90 Cherry Street, Box 519
Johnstown, PA 15907
(Published 11 times a year)

A newspaper for and about physically and
mentally disabled people.

E.-1197



INFORMATION ABOUT HANDICAPPING CONDITIONS

Write to those agencies for information about all handicapping conditions.
Specify exactly what you are interested in. Organizations dealing with specific

handicapping conditions are listed on indivioual fact sheets.

American Civil Liberties Union

132 West 43rd Street
New York, NY 10036

American Genetics Association
818 18th Street, NW
Washington, DC 20036

Council for Exceptional Children
1920 Association Drive
Reston, VA 22091

Developmental Disabilitites Office
U.S. Department of Health and 'Human

Services
200 Independence Avenue, SW

Room 338E
Washington, DC 20201

Human Resources Center
I.U, Mlles Road
Albertson, NY 11507

Library of Congress
Division for Blind and Physically
Handicapped

1291 Taylor Street, NW
Washington, DC 20542

National Easter Seal Society
2023 West Ogden Avenue
Chicago,'IL 60612

Notional Rehabilitation Association
633 South Washington Street
Alexandria, VA 22314

Office for Handicapped Individuals
U.S. Department of Health and Human

Services
200 Independence Avenue, SW
Washington, DC 20201

Office of Rehabilitation Services
U.S. Department of Education
Switzer Building
330 "C" Street, SW
Washington, DC 20202

President's Committee on Employment
of the Handicapped

Washington, DC 20010

President's Committee on Mental
Retardation

Washington, DC 20201

Special Education Programs
U. S. Department of Education
Switzer Building
330 "C" Street, SW
Washington, DC 20202
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National Information Center
for Handicapped Children and Youth

STATE SHEETS

LIST OF AVAILABLE INFORMATION 00. BOX 1492

WASHINGTON, 0.C. 20013

Available for each State and territory and the District of Columbia, the

State Sheets provide names and addresses of public agengies and other

groups who are concerned with handicapped children and youth. Each

State Sheet is also accompanied by a Public Agencies shoot that describes

the purposes and activities of each agency or organization. Updated yearly.

GENERAL INFORMATION

Sources of help and information that provide gee: -'al information
about handicapping conditions and related issues, this list
includes organizations and publications of special interest.

FACT SHEETS ON HANDICAPS

Each sheet contains a description of the handicapping condition, statistics

on prevalence. educational implications and references and resources for

further information. Currently the following topics are availaole:

Autism
Cerebral Palsy
Deafness and Hearing Impairments
Down's Syndrome
Emotional Disturbances
Epilepsy
Learning Disabilities
Legal Definitions of Handicapping

Conditions

Mental Retardation
Physical Disabilities and Special

Health Problems
Severe Handicaps
Speech and Language Impairments
Spina Bifida
Visual Impairments

LEGAL INFORMATION

An information package that contains fact sheets on the rights of children
with handicaps, primarily related to education. Basic information includes

the topics of assessment, due process, individualized educational programs,
the special concerns of minority children with handicaps. resources for

'regal advice and support, and a listing of regional offices of the Office

of Civil Rights.

PARENT INFORMATION

An information packet that contains information on direct services for
children, advocacy and parent support groups, and accepting a child's

handicap.

TEACHER/PARENT INFORMATION

An information packet that includes topics of implications for teaching

children with specific handicaps, attitudes and expectations, tea.7'd

teaching, the teacher/parent relationship, classroom management, and

sources of teaching materials and further information.

STUDENT iNFORMATION

An information past that includes brief descriptions of careers

serving children and youth with handicaps through special education

and related services, locations of personnel preparation programs,

and sources of financial aid. E-19g


